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This thesis aims to explore the state-of-the-art prevention and treatment for persons 
with mild or borderline intellectual disabilities (MBID) and substance use disorders 
(SUD). This introductory chapter starts with a definition of intellectual disabilities, a 
definition of substance use disorder (SUD) and the classifications of the DSM-5 of 
intellectual disabilities and SUD. Further, this chapter elucidates the clinical and soci-
etal background of treatment among persons with MBID and SUD, and ends with an 
overview of the research questions and structure of this thesis.
Intellectual disability
Intellectual disability can be seen as a disability which involves (severe) problems with 
general mental abilities that affect functioning in two areas:
• Intellectual functioning, such as learning, problem solving or reasoning
• Adaptive functioning concerning a range of everyday social and practical skills, such 
as communication and independent living.
The disability originates before the age of 18 (American Association of Intellectual and 
Developmental Disabilities, 2012), and can be identified as mild, moderate or severe. 
Most people (85%) have a mild intellectual disability. Although most symptoms of a 
mild intellectual disability begin to emerge during early childhood, some mild levels of 
intellectual disability may not be identified until primary school age when a child may 
have difficulties with learning or academic tasks.
Although in the DSM-5 text description the former DSM-IV criterion of an IQ test score 
of 70 or below is still used (i.e. two standard deviations below average), in the DSM-5 
the severity of the disability is based on impairments in adaptive functioning rather 
than on IQ tests alone (American Psychiatric Association, 2000, 2013). Diagnostic cri-
teria for a diagnosis of intellectual disabilities (ID) in the DSM-5 (American Psychiatric 
Association, 2013) are
1. impairments of general mental abilities;
2. that impact adaptive functioning in
 a.  conceptual skills (literacy; self-direction; and concepts of number, money, and 
time);
 b.  social skills (interpersonal skills, social responsibility, self-esteem, gullibility, 
naïveté (i.e., wariness), social problem solving, following rules, obeying laws, 
and avoiding being victimized) and;
 c.  practical skills (activities of daily living (personal care), occupational skills, use of 
money, safety, health care, travel/transportation, schedules/routines, and use of 
the telephone);
3. that occur during the developmental period.
10
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Intellectual functioning is assessed through standardized testing. Although a specific 
full-scale IQ test score is no longer required for a diagnosis according to the DSM-
5 criteria, standardized testing is still used on a regular basis. A full scale IQ score 
of 70 or lower often indicates a significant limitation in a person’s overall intellectual 
functioning1.
Substance Use Disorder
According to the American Psychiatric Association (2013), persons with SUD have an 
intense focus on using substances, and face significant problems to stop or control 
their use. They keep using substances even when they know it will causes (severe) 
problems. In fact, SUD can be seen as a chronic condition, with periods of remission 
and exacerbation, and with frequently severe consequences for the patient and/or 
his environment (Leshner, 1997; Worley, 2017). Although the terms “substance de-
pendence” and “substance abuse” are commonly used, the DSM-5 no longer uses 
these terms compared to the DSM-IV. The DSM-5 integrates these two terms into 
a single disorder with mild, moderate, and severe sub-classifications to indicate the 
level of severity. According to the DSM-5, a diagnosis of SUD is based on evidence 
of impaired control, social impairment, risky use of substances, and pharmacological 
criteria. The DSM-5 consists several lists of diagnostic criteria of the most common 
substance use disorders (alcohol use disorder; tobacco use disorder; cannabis use 
disorder; stimulant use disorder; hallucinogen use disorder; and opioid use disorder).
1 The DSM-IV criteria are used in all studies since the assessment of intelligence quo-
tient (IQ) is still recommended for clinical practice.
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Substance Use and Misuse among persons with Intellectual 
Disabilities (SumID)
The start of this research project
In 2007, a colleague Joanneke VanderNagel and I met each other during a meeting 
on scientific research. We both had clients with MBID and SUD, but we were unaware 
about the possibilities for adequate referral to treatment. Involvement with clients such 
as Albert led to the start of the Substance use and misuse in Intellectual Disability 
(SumID) project. The SumID project is a collaboration project between Aveleijn intel-
lectual disability services, Tactus addiction medicine, and the Nijmegen Institute for 
Case A.
Albert is a 21-year-old man, belonging to a group with a lower socio-economic 
status. He is accompanied by his uncle to be admitted to an addiction care service. 
He had a history of severe substance use since his 14th. The last two years he daily 
used amphetamines, cocaine, and cannabis. According to his uncle, Albert was a 
difficult child to manage. He was disobedient at home. He was sent to school at 
around five years of age and since then there were complaints that he keeps disturb-
ing other children in the classroom, hit them, steal their belongings and tease them. 
He ran away from school, stole money from home and kept lying, when inquired. 
In addition, he was not able to grasp what was taught in classroom. Because of 
these behavioral and academic problems, Albert had a history of multiple changes 
of school. At the age of 12, he was referred to a school for special education for chil-
dren with behavioral problems. However, he continued to forget to do his homework 
and was suspended from school because of stealing from other students etc. At the 
age of16, he was definitively expelled, and left school without certificate. Since then, 
he has head many jobs during two or three weeks, but failed to get a stable type of 
employment. When he was 17, he left home and lived alternately with his uncle or 
with friends. 
During the screening at the addiction care center, he stuttered severely and had 
difficulties to understand the questions. After the screening, Albert was referred for 
inpatient detoxification. However, after two days, he refused to continue his stay 
and left the clinic. Other attempts to treat Albert failed. Albert showed no motiva-
tion to change his substance use. His reaction after the umpteenth attempt to treat 
Albert was striking: “I don’t understand anything they told me. It seems all university 
language to me”. 
12
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Scientist-Practitioners in Addictions (NISPA). This project, part of a larger collaboration 
project which was supported by a research grant from the Netherlands organisation for 
Health Research and Development (ZonMW; VanDerNagel et al., 2008), was funded by 
Aveleijn intellectual disability services and Tactus addiction medicine.
Based on numerous similar cases like Albert, we wondered whether the intellectual 
disability among people who referred to addiction care is recognized in time. For a 
long time, it has been thought that people with MBID hardly use any psychoactive 
substances. In addition, we asked ourselves whether mainstream interventions for 
SUD are suitable for people with MBID. In our clinical practice, existing evidence-
based psychosocial interventions, such as cognitive behavioral therapy, community 
reinforcement approach, and motivational interviewing, do not meet the needs of those 
with MBID (Kerr, Lawrence, Darbyshire, Middleton & Fitzsimmons, 2013). Answers to 
these questions led to more knowledge about rates and risks of SUD in MBID, and the 
way how SUD in persons with MBID can be assessed (VanderNagel, 2016).
In her doctoral thesis, VanderNagel (2016) has shown that persons with MBID do not 
refrain from using all kind of psychoactive substances. They are in fact a group at 
increased risk for SU(D). Across these studies, irrespective of methodology, Vander-
Nagel (2016) found higher levels of smoking, drinking and use of illicit substances than 
expected based on the literature till then. As more people with MBID are residing in 
the community, rather than in clinics, the opportunities for access to alcohol and illicit 
drugs, and thus the potential risk for abusing them has increased. As a result, persons 
with MBID and SUD have higher odds for developing severe problems. Consequently, 
more patients with MBID are referred to addiction care (Bouras, Cowley, Holt, Newton 
& Sturmey, 2003).
Knowledge gaps
Research on the effectiveness of interventions for persons with MBID and SUD is still 
in its infancy. There are very few studies, with relatively small samples. Published longi-
tudinal studies do not exist. Further, the development of interventions does not always 
take the chronicity of SUD into account. As a result, many single treatment methods 
(a social skill training; refusal skill training etc.) are often deployed, but do not seem 
to be very effective. This can lead to disillusion and demoralization of the person with 
MBID and SUD, their families and caregivers, since these treatments cost a lot of effort 
(screening and intake, appointments etc.) but are ineffective in the end.
It is not surprising that the treatment of addiction in people with MBID is complex 
(Clarke & Wilson, 1999). One of the problems is a lack of training among staff in sub-
13
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stance misuse centers working with persons with MBID. Professionals have reported a 
deficit in training regarding working with this target group (McLaughlin, Taggart, Quinn 
& Milligan, 2007; VanDerNagel, Kiewik, Buitelaar & De Jong, 2011). Second, intellectual 
disability means that these clients have difficulties with comprehension, abstract rea-
soning and frequently reading skills (Barret & Paschos, 2006). Most treatments focus 
on internal motivators, insight in the problem, and back up from support groups like AA. 
Unfortunately, most persons with MBID and SUD are limited in their cognitive abilities 
and have poor insights into their behavior and the subsequent consequences (Annand 
& Ruff, 1998). It is often hard for them to comprehend what is being said and what is 
expected of them. Next to that, they find it hard to bond with other people in support 
groups as they have challenges with identification with group members without MBID 
(Annand & Ruff, 1998). These problems imply that clients with MBID and SUD need 
more time to get positive outcomes out of regular treatment programs (Longo, 1997; 
Barret & Paschos, 2006). Whether addiction care centers are able and willing to provide 
this time is unknown, according to Cosden (2001) there are no published data about 
success rates in substance abuse treatment for clients with ID. Third, people with 
MBID are often excluded from studies on alcohol prevention and treatment. Therefore, 
evidence-based approaches to substance abuse treatment for this group are virtually 
non-existing, and people with MBID fall between the boundaries of addiction care and 
intellectual disability services (Slayter & Steenrod, 2009). In addition, little is known 
about the patients’ views on the meaningfulness of the interventions. Few studies 
have reported on the efficiency of the treatment strategies offered (Kerr et al., 2013; 
Lawrence, Kerr, Darbyshire, Middleton & Fitzsimmons, 2009). Another problem in this 
field of research is the challenges associated with establishing prevalence rates of 
SU(D) in MBID, including (1) definition of MBID-group (in- or excluding the group with 
borderline ID; IQ 70–85); (2) definitions of terms such as substance use and misuse; 
and (3) problems associated with stigma and denial of SU(D) in terms of legal and ethi-
cal issues (both by individuals with ID and their caregivers; differences in perceptions).
As a consequence, little controlled research on etiology, prevention or treatment of 
alcohol or drugs among individuals with an intellectual disability has been done (McGil-
licuddy & Blane, 1999). “Controlled research dealing with the genesis, treatment and 
prevention of drug abuse among people with ID is essentially non-existent, but badly 
needed” according to Christian & Poling (1997, p. 126). In this light, preventing persons 
with ID from using alcohol, tobacco & drugs, thereby preventing them from addiction 
to these substances, seems even more crucial.
To summarize, in 2008 there were several unsolved issues as to psychosocial treat-
ment interventions of SUD in MBID in the Netherlands, including:
14
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1. Lack of knowledge how to adapt psychosocial treatment programs for adults with 
SUD and MBID.
2. Lack of evidence-based psychosocial prevention programs for adolescents with SU 
and MBID.
3. Lack of individual evidence-based psychosocial treatment programs for adults with 
SUD and MBID.
Current Status
Since the early 90’s only a few studies about prevention and intervention have been 
published (see Table 1). In order to fulfill this lacuna from a clinical perspective, we 
adapted and examined an existing prevention intervention (‘Prepared on time’) for ado-
lescents with MBID and MMID. Further, we developed and examined a new treatment 
cognitive behavior therapy protocol (the CBT+ protocol) for adults with MBID.
Prevention intervention ‘Prepared on time’
The intervention program ‘Prepared on time’ (Ter Huurne, 2006) was developed by 
Tactus Addiction center as a prevention program that can be used in the 5th and 6th 
grade of primary school. It targets youth between the ages of 9 – 13 years as well as 
their parents. The aim of ‘Prepared on time’ is to delay the onset (first experiences) of 
alcohol and tobacco use and to prepare children for the moment they will encounter 
tobacco and alcohol for the first time. By means of (interactive) media like games 
and movies, the program aims to increase youth their knowledge and influence an 
adequate, healthy perception of alcohol and tobacco. The movies show to the children 
various situations in which alcohol or tobacco are used. Questions are asked about 
these short movies to strengthen the ability of the children to make their own choices 
and not give in to peer pressure or social norm. It stimulates the children to think about 
the effects of smoking and alcohol on their body, health or perceived social status. Part 
of the program is a parent evening, that focuses on educating and informing parents 
on the dangers of alcohol and tobacco, in order to create support of the children in 
the home environment. In the master thesis of Ter Huurne (2006), ‘Prepared on time’ 
improved the knowledge of smoking and drinking in the experiment group. However, 
the intention to start smoking was low in general and the intention to start drinking 
before the age of 16 was higher than the control group. More information can be found 
at: www.optijdvoorbereid.nl (Dutch Website).
Cognitive Behavior Therapy-Plus (CBT+) protocol for persons with MBID and SUD
The treatment program was based on the original CBT manual for general populations, 
modified for persons with MBID (so called CBT+ protocol, the plus stands for the 
adjusted version of the CBT protocol) (VanDerNagel, Kiewik & Didden, 2014; VanDer-
16
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Nagel & Kiewik, 2016). The original manual for individuals without MBID consisted of a 
nine-week CBT-program. We adapted the original protocol to the needs of persons with 
MBID by (1) doubling the amount of the sessions compared to the original CBT manual 
(from 9 to18 sessions), (2) adjusting the treatment materials to facilitate the reading and 
understanding, and (3) by involving confidants in the CBT+ intervention. The protocol 
contained 18 sessions; half of the sessions were accompanied by a confidant (mostly 
a direct caregiver). The protocol was designed to enhance social and refusal skills 
and identify and change negative cognitions and thoughts to increase self-control 
skills. Participants were taught how to self-monitor their thoughts, to ask for support 
and were trained to self-reinforce adaptive behaviors. Techniques such as modelling, 
role-play, and structured feedback were used to develop these skills. The inclusion of 
confidants in the CBT+ protocol may enhance treatment effects. Specifically, by teach-
ing confidants about self-control techniques and the background of SUD, they can 
then encourage and help the person with MBID and SUD use these skills within natural 
and real-life contexts, outside the therapy sessions, and after the therapy has ended.
This dissertation
Within the scientific context of the aforementioned lacunas, we first explored how 
existing treatment modalities for persons without comorbid MBID and SUD could 
be adapted to the needs of persons with SUD and MBID. Secondly, we evaluated 
two treatment protocols. One for a prevention intervention and one for a treatment 
intervention, respectively ‘Prepared on time’ and the CBT+ protocol. We examined the 
feasibility and effectiveness of the adapted prevention program ‘Prepared on time’ and 
the CBT+ protocol for persons with MBID and SUD.
Based on these general aims we formulated the following research questions and 
domains:
1. Which treatment methods are considered as effective by professionals working in 
organizations for persons with MBID?
2. What is known about existing treatment modalities for people with MBID and SUD?
 a.  What is known about the efficacy of prevention and treatment interventions for 
people with MBID and SUD in past decades?
 b.  What is known about the adaptations of existing treatments for people with 
MBID and SUD?
Research domain: Prepared on time
3. Prepared on time study for adolescents with MBID:
 a.  Is the prevention program ‘Prepared on time’ feasible for adolescents with 
MBID in special education settings (“praktijkonderwijs”)?
 b.  How effective is ‘Prepared on time’ among this target group?
17
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4. Prepared on time study for adolescents with mild and moderate intellectual disabili-
ties (MMID):
 a.  Is the prevention program ‘Prepared on time’ feasible for adolescents with 
MMID in special education settings (“cluster 3 onderwijs”)?
 b.  How effective is ‘Prepared on time’ among this target group?
Research domain: CBT+
5. CBT+ protocol study:
 a.  Is the CBT+ protocol feasible for persons with MBID?
 b.  Is the CBT+ protocol effective in terms of reducing alcohol or drugs consump-
tion?
Chapter 2a contains a short report and chapter 2b is a systematic review on obstacles 
and opinions regarding the adaptations of (mainstream) treatments for SUD among 
persons with MBID. Chapter 3 is a survey of ID services in the Netherlands. In this 
study we explore staff member perspectives on SU and SUD in individuals with ID in 
the Netherlands, its consequences and solutions. Chapter 4 is a cluster randomized 
controlled trial to examine a substance use prevention program for adolescents with 
MBID on special education schools. The next chapter, chapter 5, is a pilot study to 
examine the efficacy of an e-learning prevention program for substance use among 
adolescents with moderate to mild intellectual disabilities (MMID). The last study of this 
thesis is a non-randomized feasibility study of a cognitive behavior therapy protocol 
for adults with MBID and SUD. Finally, the main results are summarized, and strengths 
and limitations are pointed out. In this chapter, we discuss the findings and clinical 
recommendations and suggestions for further research are done.
18
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At the start of our project, substance use disorders (SUD) among adults with intellectual 
disabilities (ID) and knowledge on SUD in individuals with ID was limited (VanDerNagel, 
Kiewik, de Jong, Buitelaar, Didden, Uges, McGillicuddy & Korzilius, 2008). In recent 
years, epidemiological studies have emerged, indicating that this population may be 
larger than thought initially. In our study [2] (n = 407, 97%; VanDerNagel, 2016) on SUD 
almost all individuals with ID had used alcohol and tobacco at least once in their lives, 
and 50% of them had used at least one illicit substance. The judicial system shows 
that there is an over-representation of this group (Cockram, Jackson & Underwood, 
1998). Data from several prison populations showed higher ID levels than in the com-
munity (between 10 and 70%), especially among prisoners with psychiatric disorders 
(Tort, Dueñas, Vicens, Zabala, Martinez & Romero, 2016). It is estimated that a high 
percentage of SUD is present among prisoners with ID (Fazel, Bains & Doll, 2006).
However, little is known about evidence-based interventions for SUD in individuals 
with ID. There are several reasons for the gap between epidemiological knowledge and 
treatment modalities. First, this group is frequently denied access to the full range of 
available services, including prevention, (early) intervention and aftercare. Secondly, 
when individuals with ID are admitted to substance treatment they are often unable to 
benefit from mainstream interventions, due to their limited vocabulary, poor develop-
ment of memory function and difficulties discriminating between relevant and irrelevant 
information. They experience problems with planning and attention, have impaired 
abstract reasoning and low self-insight.
Furthermore, group-based programmes are difficult for people with ID to participate in 
because they are often too abstract, proceed too fast or require adequate social skills. 
Therefore, a great need exists for effective, tailor-made treatment strategies designed 
for these patients.
In order to bridge the gap between our epidemiological knowledge and treatment 
modalities, we conducted a review of the literature on obstacles for SUD treatment 
for individuals with ID, and the opinions of authors regarding the adaptation of treat-
ment programmes. We found only six studies, including two randomized studies, that 
provide data regarding a treatment modality, covering a total of 149 participants world-
wide. The overall conclusions of these reviewed studies are that the substance-related 
knowledge increased, but failed to impact substance-related attitudes, intention to 
stop using or the substance use itself. The interventions are often too short and do not 
take into account the complex nature of SUD in ID. We conclude that almost no new 
insights were presented between 1980 and 2015.
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This provides food for thought that the lack of adequate treatment modalities might 
lead to societal exclusion, and even criminalization, of this group (Bhandari, van 
Dooren, Eastgate, Lennox & Kinner, 2015). This leads to an extremely problematic 
situation, as there is apparently lack of attention from scholars, clinical agencies, do-
nors and governmental-funded bodies to invest in the development and adaptation of 
evidence-based treatment modalities for this group.
The co-occurrence of SUD and ID thus calls for scientific collaboration between addic-
tion care and intellectual disability services. By illustrating the gap of research, we aim 
to spark future research and we will take the initiative to collaborate with the clinical 
and research community to combine the effort of researching SUD and ID. Further, we 
plead for sufficient research capacity and funding to address evidence-based treat-
ment modalities.
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ABSTRACT
Background/aims: Many patients with substance use disorders (SUD) have intellectual 
disabilities (ID). There are almost no specialized interventions for the treatment of pa-
tients with ID and SUD.
Methods: In order to assess treatment obstacles and opinions for providing treatment, 
a systematic review was conducted using Pubmed and Eric. Relevant literature was 
identified between 1980 and 2015. Key obstacles and opinions were identified by 
the first author, six experts were asked to examine and rate all these items by using 
qualitative data analyses.
Results: 1471 abstracts were examined and 57 studies were evaluated in-depth. Five 
domains of obstacles (barriers due to the characteristics of persons with ID, access 
barriers, service related barriers, treatment related barriers and non-specific barriers) 
and four domains of opinions (adaptations of training materials, procedural changes, 
involving significant others and not treatment-related issues) were identified.
Conclusions: This study provides information about the needs for the development of 
interventions to meet the specific characteristics of persons with ID. It has become 
clear that integration of all opinions should be considered in order to develop effective 
interventions.
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InTRoDUCTIon
While there is an optimism in the field that the pace of epidemiological research is 
quickening, there has been a bias toward research in interventional approaches (Moore 
& Polsgrove, 1991). Little is known about interventions for SUD in people with intel-
lectual disabilities (ID) (McGillicuddy, 2006; Slayter, 2007; Slayter, 2010a; Westermeyer, 
Phaobtang & Neider, 1988). This group is typically denied access to the full range 
of available services, including prevention, (early) intervention and aftercare (Slayter, 
2011). It is likely that individuals with ID are not receiving the services most appropriate 
for them (McGillycuddy, 2006; VanDerNagel, Kiewik, Postel, van Dijk, Didden, Buitelaar 
& de Jong, 2014). Specialized treatment programs are scarce and hardly any of these 
programs are evidence-based (Cocco & Harper, 2002; Huxley, Copello & Day, 2005; 
Kerr, Lawrence, Darbyshire, Middleton & Fitzsimmons, 2013; Westermeyer, Kemp & 
Nugent, 1996).
Moreover, the general absence of SUD treatment providers for those with intellectual 
disabilities could be a barrier to receive the appropriate service (Bachman, Drainoni & 
Tobias, 2003). When persons with ID are admitted to substance treatment programs 
they are often unable to benefit from general procedures, due to their limited vocabu-
laries, poor development of memories necessary to retain information, and difficulties 
discriminating between relevant and irrelevant information (Burgard, Donohue, Azrin & 
Teichner, 2000; Christian & Poling, 1997; Degenhardt, 2000). In addition, persons with 
ID experience often problems with planning and attention (Barret & Paschos, 2006) and 
impaired abstract reasoning and decreased insight. Group-based programs are gener-
ally difficult to follow for people with ID because it is often too abstract, proceeds at too 
fast a pace or require adequate social skills (Campbell, Essex & Held, 1994). Therefore, 
a great need exists for more effective treatment strategies designed for people with ID.
The purpose of this study is to review the literature for obstacles for providing treat-
ment for persons with ID, and the opinions of authors regarding the adaptations of 
existing treatment programs.
MeTHoDS
Literature searches on the Internet, in Pubmed and Eric were performed in January 
and February 2015. Various combinations of key words and Boolean Operators were 
used: addiction OR alcoholism OR ((substance OR alcohol OR drugs) AND (abuse 
OR misuse OR problem)) AND (treatment OR intervention OR therapy) AND ((intel-
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lectual OR developmental OR mental OR learning) AND (handicap OR disability OR 
retardation)) NOT (dyslexia OR dyscalculia). Furthermore, cross-references were used 
to explore further literature sources. Studies regarding the prevalence of SUD among 
people with ID were included, because most of them made some recommendations 
for treatment options, often based on clinicians own experiences or best practices. 
All studies between 1980 and 2015 were included in the search. The first author (MK) 
examined the 1471 abstracts. Prior to screening the abstracts, the first and second 
author met to discuss the criteria for articles to be eligible for inclusion in the system-
atic review. The first and second author then independently screened the abstracts, 
selecting those they considered being potentially relevant. Agreement between these 
authors was assessed using Cohen’s Kappa, which were ‘substantial’ (kappa = 0.62). 
Finally, fifty articles met the primary inclusion criteria (English language; between 1980 
and 2015; age ≥ 18 years; substance use, misuse or abuse (alcohol and/or illicit drugs); 
mild to borderline intellectual disability (IQ 50 < IQ < 85); peer-reviewed articles). The 
1421 excluded abstracts were mostly excluded because they solely focused on clients 
with learning disabilities (e.g. dyslexia, dyscalculia, ADHD etc.), prescribed drugs use 
and the consequences of prenatal alcohol use. In the next stage, twenty-six full-text 
articles were filtered out due to irrelevance (e.g. they did not mention treatment pos-
sibilities). Another five papers were not available as full text, despite contacting the 
authors. Cross references in the retrieved articles were manually searched to include 
38 relevant articles. A total of 57 studies were included in the present study (see Figure 
1 for search results and selection of papers).
To examine the key obstacles, options and opinions identified by the first author (MK), 
six experts were asked to rate all these items into three categories ((1) obstacle, (2) 
evidence based option or (3) opinion): disagreements were discussed and consensus 
sought. Then, the articles containing this search were imported into a MAXQDA data-
base (Kuckartz, 2007). Text search tools, such as MAXQDA as a qualitative research 
tool, allow for automated searches of text for words, phrases, and co-occurring themes 
with more accuracy and time efficiency than hand sorting and counting. Each obstacle 
and opinion was coded and counted, resulting in a priority list for each domain.
ReSULTS
A total of 57 studies were included in the present review. They fulfilled the criteria in the 
methodology. Only six articles have examined the effectiveness of treatment programs 
for persons with ID and SUD. A summary of these articles are presented in Table 1.
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The first study described a group format and several methods, including in-vivo ses-
sions in a local pub, the use of various video clips, role plays to refuse alcohol, and 
brainstorming on various topics and magazine advertising clips (McCusker, 1993). Five 
participants attended the group. Follow-up evaluations suggested positive changes 
in attitudes, alcohol-related knowledge and more appropriate drinking skills, although 
the sample size was small and biased. Another limitation is that they did not use a 
post-group assessment of alcohol consumption. As a result, it remains unclear if this 
approach leads to behavioral change in persons with ID. In another study, 84 partici-
pants were randomly assigned to receive a prevention program in either assertiveness 
building, modelling and social inference, or a delayed treatment wait-list control, and 
control condition. Results suggest that each program improved at least short-term 
substance knowledge and enhanced skills. However, substance use did not reduced 
(McGillicuddy & Blane, 1999). In the next study, five participants followed an alcohol 
awareness program (Forbat, 1999). This program consisted of eight sessions, focusing 
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on education of safe drinking and techniques for refusing alcoholic drinks. All partici-
pants had a higher level of alcohol-related knowledge immediately after the program 
and during the six months follow-up. However, the study did not measure behavioral 
change, so the effect on alcohol consumption remains unknown. Another study uses 
motivational techniques that can be applied to persons with ID (Mendel & Hipkins, 
2002). The facilitators of the group used more interactive presentation techniques with 
small group exercises and visualizations to illustrate different themes. All seven partici-
pants attended the three group sessions. The results showed that the motivation of six 
participants and the self-efficacy of five participants increased. This study, however, 
did not measure actual alcohol use since the participants had restricted access to the 
community due to legal requirements. The next study (McMurran & Lismore, 1993) 
described a brief intervention which includes the use of a video-taped problem drinker 
to whom two clients were asked to give advice. Although clients were able to sug-
gest more specific strategies for behaviour change after viewing the video, their own 
actual use wasn’t measured. In the last study (Lindsay, McPherson & Kelman, 1998), 
23 participants were included divided in smaller groups. The program made use of 
active teaching, specially-designed materials and comprised eight sessions for groups 
of approximately six persons. The program resulted in significantly increases of factual 
knowledge which had been maintained at three-months follow-up. No attempt was 
made to assess any changes in the participants behaviour.
Five studies focused solely on alcohol-abusing persons with ID (McCusker et al., 1993; 
Forbat, 1999; Mendel & Hipkins, 2002; McMurran & Lismore, 1993; Lindsay et al., 
1998). Only McGillicuddy & Blane (1999) described an intervention for persons with 
ID for alcohol and other substance problems. The six studies included a total of 149 
persons with ID. From the six studies, two were RCT’s (Lindsay et al., 1998; McGil-
licuddy & Blane, 1999). The overall conclusion of these studies are that the substance 
related knowledge increased, but fails to impact substance-related attitudes, intention 
or substance use itself. The interventions are often short and fail to meet the needs of 
the complex nature of SUD.
Qualitative analysis
The results of our qualitative study showed five different barrier domains: barriers due 
to the characteristics of persons with ID, access barriers, service related barriers, treat-
ment related barriers and barriers not otherwise specified.
The first barrier is that persons with ID may have great difficulty generalizing skills 
acquired in one setting to other, more unstructured environments and persons with 
ID are perceived as more difficult to treat due to expressive and language deficits 
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(Paxon, 1995), unable to comprehend abstractions, low frustration tolerance and at-
tendance problems (Small, 1980). Barrett & Paschos (2006) and Wenc (1980) reported 
that a number of issues needed to be considered, including level of comprehension, 
concentration span and literacy skills.
Secondly, persons with ID often experience access related barriers, such as exclu-
sion from managed care (Paxon, 1995; Carroll Chapman & Wu, 2012). Even in special 
education settings, little attention is given towards alcohol and drug prevention (McGil-
livray & Moore, 2001). Only a small number of individuals with ID involved in alcohol 
service programs (Krishef, 1986). In addition, some persons with ID experience a lack 
of transportation facilities (Moore & Lorber, 2004).
Thirdly, some substance abuse services do not want to treat persons with ID because 
the staff do not feel capable of coping with the range of issues these clients have 
(Bachman et al., 2003; Moore & Lorber, 2004; Slayter, 2008). Staff of both substance 
misuse facilities and intellectual disabilities services appeared to have little knowledge 
about substance misuse among people with ID (Delany & Poling, 1990; McLauglin, 
Taggart, Quinn & Milligan, 2007). Nearly 80% of the services reported that they had 
inadequate expertise (VanDerNagel, Kiewik, Buitelaar & DeJong, 2011). Many of these 
services expressed the need for staff training on topics, such as effective treatment 
and preventive interventions or substances and their effects. Staff commented on a 
general lack of expertise or suitable materials for persons with ID (Lottman, 1993).
Fourthly, normal treatment expectations are ineffective and mainstream treatment 
programs are inappropriate (Simpson, 2012), because these programs are far too 
verbal for persons with ID. Mainstream treatment is too rapidly paced and based on 
insight (Simpson, 1998). Group dynamics can easily be a distraction for persons with 
ID (Campbell et al., 1994), but a group setting can give positive outcomes as well if 
the members of the group have comparable cognitive and social functioning (Mendel 
& Hipkins, 2002).
Finally, detection of drug-related problems of persons with ID with comorbid problems 
may be especially difficult, due to the difficulties in differentiating many of the symp-
toms of substance misuse for those with ID (Christian & Poling, 1997; Cosden, 2001; 
Taggart, McLaughlin, Quinn & Milligan, 2006) and the obstacles to obtain accurate 
information from individuals with ID via traditional methods (e.g. self-report question-
naires etc.) (Finlay & Lyons, 2001).
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There are several opinions about the adaptation of treatment for persons with ID to 
improve the feasibility and efficacy. Four domains were identified: opinions regarding 
the adaptation of materials used in treatment facilities; procedural changes of the treat-
ment itself; the need of involving significant others and other additional adaptations not 
directly focused on the content or procedure of the treatment.
Firstly, the content of treatment for substance misuse could be adapted in order to 
serve persons with ID. Easily understood educational materials, with visual compo-
nents e.g. photos/illustrations (Watson, Franklin, Ingram & Eilenberg, 1998) or the use 
of video feedback (McMurran & Lismore, 1993), could help people with ID to make 
their own informed decision about drinking alcoholic beverages (Forbat, 1999; Clarke 
& Wilson, 1999; DiNitto & Krishef, 1983).
Secondly, according to Krishef & DiNitto (1981) it is recommended that several proce-
dural changes of substance misuse treatment programs should be made to improve 
services for people with ID, including extension of the length or duration of treatment, 
use of more behavioral techniques and modification of motivational interviewing 
techniques (Frielink & Embregts, 2013) and more individual counselling in place of 
group counselling. Furthermore, Chaplin, Gilvarry and Tsakanikos (2011) suggested 
that careful assessment of substance use in specialist services for ID could lead to 
improved long-term clinical outcomes. VanDuijvenbode et al. (2015) recommended a 
stepped care implementation, to match the intensity of the intervention to the sever-
ity of SUD. In addition, treatment components should contain elements of relaxation 
training, attention to cognitive distortions (e.g. expectations about the consequences 
of using alcohol and/or drugs), increasing motivation to reduce or quit substance use 
(VanDuijvenbode et al., 2015; Didden, Embregts, Van der Toorn & Laarhoven, 2009) 
and improving social skills (McCusker, Clare, Cullen & Reep, 1993). Behaviors have 
to been trained with the client to successfully diverts himself when feeling tensed or 
angry, because intense negative emotions could increase the risk of relapse after a 
period of abstinence. It has been advocated (Degenhardt, 2000) to aim for abstinence 
rather than controlled drinking, since the first involves just one goal (“not drinking”) 
instead of a set of rules about when or what to drink (e.g. which occasions) and how 
much to drink.
Thirdly, staff support of ID services appeared to be an important part of the process, in 
terms of facilitating the client’s learning by explaining and exploring, appropriate sup-
port in completing the assignments during program sessions, acting as positive role 
models for their clients by reflecting on their own attitudes to alcohol and reinforcing 
the attendance of the program (Barrett & Paschos, 2006). Staff training on the other 
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hand in SU services is also needed to deal with persons with ID (McLaughlin et al., 
2007; Tyas & Rush, 1993). The immediate social network of persons with ID preferably 
participate in the intervention program, by educating significant others, to support the 
transfer between the program and real life situations (Clarke & Wilson, 1999; Rivinus, 
1988).
Fourthly, professionals from both areas (substance misuse workers and intellectual 
disability workers) need to share information (Campbell et al., 1994) in order to gain 
more knowledge about how an ID affects a person in treatment. Collaboration between 
professionals of both services for ID and addiction problems is needed (Slayter & 
Steenrod, 2009; Slayter, 2010b) to ensure access to these special services and adapted 
treatment programs and the use of integrated treatment approaches of both services 
(VanDuijvenbode et al., 2015; Slayter, 2010c) and important others (Westermeyer et 
al., 1996). To et al. (2014) suggested an individualized approach that supports better 
intersectoral collaboration between services. Finally, adaptations about the content, 
structure or procedure in substance related treatments in some literature are not the 
central focus, but the emphasis on improvement of life circumstances, e.g. work and 
recreational opportunities, education, avoid boredom and integrate with others (Tag-
gart, McLaughlin, Quinn & McFarlane, 2007) by providing more robust coping and 
problem-solving skills for these personal problems (Taggart, Huxley & Baker, 2008).
Discussion and conclusions
We postulate that most interventions on substance misuse in normal populations 
are not appropriate for people with ID. After reviewing the existing literature, it has 
become clear that substantial and integrated adaptations must be considered in 
order to develop new, potentially effective intervention programs. Materials typically 
used in treatment programs may need to be modified for people with ID. The most 
important adaptations are related to the improvement of the comprehensibility of the 
consequences of substance misuse and the generalization training designed to sup-
port the clients in making the transfer between the intervention and real life situations. 
In practice, adaptations should be made to meet the specific characteristics of clients 
by changing the content of treatment materials (insert video, role playing, visual aids, 
games), repeating the various topics for a longer period, transfer to the daily situation 
by involving significant others and the alternation of individual and group approach. 
Many treatments fail because too little attention is given to the transfer between the 
treatment setting and daily practice, because staff of intellectual disability services 
are often not involved throughout the treatment process. On the other hand, staff of 
intellectual disability services should be supported by addiction care facilities in order 
to overcome relapses of clients. Furthermore, employees from both sectors should 
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be educated about the specific risks and pitfalls of this approach and target group. 
Teams must be coached to avoid demoralization. Collaboration with addiction treat-
ment facility is essential in order to anticipate quickly on the various needs of clients. 
Unconditional support to the client, rather than the deferral from setting to setting, 
is crucial for the motivation for change. It has become clear that studies examining 
treatment of substance misuse in people with ID are only beginning to emerge. Further 
research to evaluate the efficacy of any interventions in this field would be of great help 
in the service for people with ID and substance misuse.
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ABSTRACT
Although the use of psychoactive and other substances seems to be a growing prob-
lem among clients of intellectual disability services (IDS) in the Netherlands, rates of 
such substance use are unknown, and it is unclear how the services deal with sub-
stance related problems. This study explored the perspectives of staff with respect 
to the occurrence of substance use and abuse, as well as users’ profiles, and service 
organization policies regarding substance use. A semi-structured questionnaire asked 
staff to comment on lifetime, current, and problematic substance use among their 
clients, provide illustrative case reports, and describe policies within their service 
regarding substance-related problems. Data from 39 IDS were included. Estimations 
of occurrence of substance use varied greatly across services. Alcohol was reported 
to be used most often but at lower rates than reported in the general population. 
Cannabis and other drugs were reported to be used relatively often when compared 
with the rates noted in the general population. Case reports on 86 substance users 
were analyzed, and subgroups of users were identified, including younger clients who 
used both cannabis and alcohol, and older clients with mild ID who used only alcohol. 
Psychiatric comorbidity and lack of daytime activities were highly prevalent among us-
ers. Of the interventions, the services reported using to address abuse, psychosocial, 
and restrictive measures were rated as most effective, and collaboration with addiction 
facilities and rewarding abstinence as least effective. Most services reported to have 
inadequate expertise with substance use. According to respondents, users with both 
borderline and mild ID used substances, but there were different patterns of use across 
age groups and level of ID. Respondents noted that substance users face a number of 
psychosocial problems but that they were poorly equipped to meet the users’ needs 
and to affect functional policies. The authors concluded that the low effectiveness of 
mainstream addiction treatment or consultation suggests that there is a need for more 
cross-system collaboration to address this problem.
45
Staff perspectives
3
InTRoDUCTIon
Persons with mild or borderline intellectual disability (ID) are known to use and misuse 
a variety of recreational and nonmedical psychoactive substances such as alcohol, 
cannabis, and medical drugs (Burgard, Donohue, Azrin & Teichner, 2000; McGillicuddy, 
2006; Taggart, McLaughlin, Quinn & Milligan, 2006). Although the prevalence of such 
usage seems to be relatively low, actual substance use in this population may be as-
sociated with a higher risk of substance misuse and consequent addiction (Burgard et 
al., 2000; McGillicuddy, 2006; Taggart et al., 2006), advertent serious physical health 
complications (Westermeijer, Kemp & Nugent, 1996), and adverse emotional, behav-
ioral, and psychosocial consequences (Didden, Embregts, Toorn & Laarhoven, 2009; 
Krishef, 1981; Taggart et al., 2006; Van Der Nagel, 2007).
Staff at various providers of intellectual disability services (IDS) in the Netherlands have 
reported a lack of knowledge and skills regarding assessment, treatment, and man-
agement of substance use and identified problems with interagency cooperation and 
accessibility of addiction care (Degenhardt, 2000; Lottman, 1993; McLaughlin, Taggart, 
Quinn & Milligan, 2007; Sturmey, Reyer, Lee & Robek, 2003; Van Der Nagel, 2007). 
In the Netherlands, the collective IDS support approximately 147,000 clients with ID 
(Ras, Woittiez, Van Kempen & Sadiraj, 2010). The majority of these providers are con-
nected with the Dutch Association of Health Care Providers for People with Disabilities 
(Vereniging Gehandicaptenzorg Nederland; VGN). Although it has been suggested that 
problems related to substance use among clients served by the various IDS are grow-
ing in the Netherlands because of deinstitutionalization (Geus, Kiewik, VanderNagel 
& Sieben, 2009;Van Der Nagel, 2007), little is known about how the workers in these 
services perceive this issue and deal with substance use evident in their clients.
Thus, to better understand the scope and structure of substance abuse, this study 
explored the perspectives of staff employed by the various IDS with respect to sub-
stance use and misuse among clientele with mild and borderline ID as well as explored 
organizational practices and policies with respect to substance abuse.
MeTHoD
Participants
Participants were drawn from all of the Dutch IDS that were connected to the VGN 
network (n = 153). Each service was invited to participate in this study if they provided 
support to adults with mild or borderline ID (IQ between 50 and 85). The respondents 
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were key staff within each service who were delegated the responsibility to complete 
the questionnaire. Key staff respondents were managers, psychologists, or physicians 
employed or associated with the service.
Procedure
Information about the study, a link to the web-based questionnaire, and a printed 
questionnaire were sent to the main office address of all VGN members, followed by 
an e-mail reminder 4 weeks later, requesting their cooperation and participation in 
the study. The services were free to choose which staff were best suited to complete 
the questionnaire. After data collection, nonresponding organizations were interviewed 
about their reasons for not responding.
Instrument
The questionnaire was developed by researchers from both addiction care and IDS. 
Focus groups helped identify relevant topics and enabled the researchers to reach 
agreement on definitions and face validity of questions. The questionnaire was then 
successfully pilot tested by four staff members from the IDS. The final questionnaire 
consisted of four parts. The first part, collected general data about the IDS (i.e., total 
number of clients, number of clients with IQ between 50 and 85, types of services) 
and the job descriptions of the staff respondents. In the second part, respondents 
were asked to provide data on past and present as well as problematic use (combin-
ing DSM-IV definitions of substance abuse and dependency; American Psychiatric 
Association, 2000) of several substances (i.e., alcohol, cannabis, and “other drugs”) 
among the clientele in their IDS. In the third part, respondents were asked to provide 
detailed information (via a case report) on the five most recent clients that were brought 
to their attention because of noted substance use or abuse. The case report forms 
included structured questions about the clients’ sex and age, level of ID, type and na-
ture of substance used, and living arrangements. This part also contained open-ended 
questions on psychiatric comorbidity and the use of medications and interventions for 
substance related problems. The fourth part addressed the service’s practices and 
policies concerning substance use and abuse.
Analysis
Quantitative data were collected and analyzed using SPSS17 software. Data on 
substance use were summarized via box plots. To correct for service size, weighted 
mean percentages were calculated, dividing the sum of substance users by the sum 
of clients in all services. Differences between case reports of clients with mild (n = 44) 
and borderline (n = 42) ID were tested using Mann–Whitney tests for continuous data 
and chi-square or Fisher’s exact tests for nominal data. Qualitative data were classified 
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using DSM-IV classification (for psychiatric comorbidity) and pharmacological groups 
(for prescribed medications). Responses on interventions and policies were evaluated 
and categorized (for instance: restrictive measures including limiting personal freedom 
or amount of money to be freely spent) independently by two of the researchers. Dif-
ferently appraised items were discussed before finally being classified.
ReSULTS
Participating ID Service Providers
As part of the study, 153 questionnaires were sent to members of the VGN network. 
Eleven IDS respondents reported that they did not have clients with an IQ between 50 
and 85 and were excluded from the study. Of the remaining 142 services, 50 responded 
within the data collection period (January–March 2009). Four of these respondents 
noted that they did not have any substance users among their clientele and chose not 
to provide any data on their population or policies. Their responses were not included 
in the analysis. Another four were unable to provide the data requested, and three 
questionnaires were excluded because of significant missing data. Nonresponders 
were interviewed about their reasons for not responding; the main reasons appeared 
to be lack of time and resources to participate and low accessibility to relevant data, 
rather than the absence of substance-related problems.
General Data on Service Providers and Respondents
The remaining 39 questionnaires (27.5%) provided data from both smaller and larger 
services (median 200 clients, range 12–4,000 clients) from all regions of the Nether-
lands. These services support approximately 25,000 clients, of whom some 9,600 had 
mild or borderline ID. Respondents were managers (n = 26, 66.7%), psychologists 
(n = 10, 25.6%), and physicians (n = 3, 7.6%). Of the responders, 77% (n = 30) used 
multiple sources of information, including their own judgment, 59% (n = 23) used client 
files or databases, and 21% (n = 8) used information derived from coworkers. Only 
three respondents (7.6%) noted that they based their responses on a systematic inven-
tory of substance use within their service.
Estimations of Substance Use among Clients
Some 38 service providers provided data on the past, current, and problematic (i.e., 
substance dependency or abuse) use of alcohol, cannabis, and “other drugs” among 
their clients. Mann–Whitney tests revealed no differences in reported percentages 
between the respondents who were (very) sure (n = 24, 70%) and those who were not 
sure about the accuracy of their data. Some respondents were not able to provide 
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information on all topics, leading to missing values especially for current and lifetime 
use. Reported percentages of substance use varied greatly across services (see Figure 
1).
FIGURES AND TABLES 
 
Figure 1.   
Substance use in Intellectual Disability Services 
Spread in reported % of substance use in IDS (5th percentile, 1st quartile, 3rd quartile, 95th percentile), median percentile (grey line), and weighted mean (black 
line). 
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Figure 1. Substance use in Intellectual Disability Services
Spread in reported % of substance use in IDS (5th percentile, 1st quartile, 3rd quartile, 95th percentile), 
median percentile (grey line), and weighted mean (black line).
According to the respondents, among their clients, beverage alcohol was the most 
commonly used substance (Figures 1 and 2). The reported percentages of problematic 
drinking relative to the percentage of current use seem similar to those found in the 
general population, that is, with approximately one problematic drinker for every 11 
non-problematic drinkers (Laar, Cruts, Verdurmen, Ooyen-Houben & Meijer, 2008). 
Concerning cannabis and other drugs, the ratio of problematic to current use seems 
much higher. The rate of reported problematic cannabis use outnumbered problematic 
alcohol use.
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other drugs, the ratio of problematic to current use seems much higher. The rate of reported 
problematic cannabis use outnumbered problematic alcohol use. 
 
 
 
 
 
 
 
 
 
 
 
Figure 2.  
Substance use in IDS (current) 
Proportion of total use of 3 substances in IDS according to data on current use percentages. 
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Respondents were asked to report on the five most recent instances detected among their 
clients of a substance use problem. Overall, 102 case reports were submitted (16 incomplete 
reports were excluded from the data). Table 1 summarizes the main characteristics of the 86 
cases included in this study.  
 
Demographic variables  
Most of the clientele reported were adult males (n = 70, 81%), between the ages of 16 to 66 
years. Most (n = 63, 73%) lived in the community either in independent or group housing. 
Twelve clients lived in a specialized residential facility and several others lived with relatives. 
One client was imprisoned. Most of the adults engaged in one or more daytime activities, but 
24.4% (n = 21) were not involved in any structured activities (Table 1). 
 
Comorbidities and use of prescribed drugs  
Developmental disabilities (such as ADHD and autism spectrum disorder) and psychiatric 
comorbidities, mainly personality disorders and challenging behaviors, were present in almost 
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Case Reports
Respondents were asked to report on the five most recent instances detected among 
their clients of a substance use problem. Overall, 102 case reports were submitted 
(16 incomplete reports were excluded from the data). Table 1 summarizes the main 
characteristics of the 86 cases included in this study.
Demographic variables
Most of the clientele reported were adult males (n = 70, 81%), between the ages of 16 to 
66 years. Most (n = 63, 73%) lived in the community either in independent or group hous-
ing. Twelve clients lived in a specialized residential facility and several others lived with 
relatives. One client was imprisoned. Most of the adults engaged in one or more daytime 
activities, but 24.4% (n = 21) were not involved in any structured activities (Table 1).
Comorbidities and use of prescribed drugs
Developmental disabilities (such as ADHD and autism spectrum disorder) and psychi-
atric comorbidities, mainly personality disorders and challenging behaviors, were pres-
ent in almost half of the cases. Some 44.7% (n = 38) of the adults were reported to use 
prescribed medications, predominantly psychoactive drugs. The use of anticonvulsant 
and other somatic medications was very low. Substance-related medications reported 
to be used included opiate replacement therapy with methadone (n = 2), an aversive 
drug (n = 1), and acamprosate (n = 1).
Cases analyzed by level of ID
Slightly more than half of the case reports (n = 44, 52%) concerned adults with mild 
ID. These adults were significantly older when compared with adults with borderline 
ID (Mann–Whitney 0.041). Among the case reports, adults with ADHD diagnoses were 
significantly more represented in clients with borderline ID. Although not statistically 
significant, the majority of the adults living in residential settings had borderline ID.
Substance use
Beverage alcohol was used by 68 (79.1%) adults, in 28 instances as the sole drug, and 
in other instances combined with either cannabis (n = 31) or stimulants (n = 9). Over-
all, 48 adults used cannabis; seven adults used cannabis in combination with other 
substances. Adults reported to be using methadone or benzodiazepines prescribed 
by a physician (n = 9) were not considered opiate/ benzodiazepine users unless they 
misused the medication (only one adult did so). Six adults were noted as not using 
any substances at the time of the survey, but they all used alcohol in the past—some 
in combination with cannabis (n = 4) or stimulants (n = 2). Figure 3 summarizes the 
substance use in all 86 cases.
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Total
n=86
IQ 70-85
n= 42 (48%)
IQ 50-70
n= 44 (52%) p
Gender (n=86)
 Male 70 (81%) 35 (83.3 %) 35 (79.5%) 0.652
Age (n=85) n= 41 n=44 0.041*
 Range 16 – 66 yrs 17 – 57 yrs 16 – 66 yrs
 Mean 29.7 yrs 26.8 yrs 32.4 yrs
 Median 26.0 yrs 23.0 yrs 29.5 yrs
 Standard deviation 11.9 yrs 9.9 yrs 13.0 yrs
Living arrangement (n=86)
 Residential 12 (14%) 9 (21.4%) 3 (6.8%) 0.051
 Group housing 27 (31%) 12 (28.6 %) 15 (34.1%) 0.581
 Independent living 36 (41%) 16 (38.1 %) 20 (45.5%) 0.489
 Other 11 (13%) 5 (11.9 %) 6 (13.6 %) 0.810
Daytime activities (n=86) ⁪
 Day centre 41 (47%) 19 (45.2%) 22 (50%) 0.659
 Work 29 (34%) 16 (38.1%) 13 (29.5 %) 0.402
 School 4 (4.7%) 4 (9.5%) 0 (0%) 0.036**
 Other 10 (11%) 7 (16.7%) 3 (6.8%) 0.154
 None 21 (24.4%) 11 (26.2%) 10 (22.7%) 0.754
Psychiatric diagnosis (n=85) ⁪ n=41 n=44
 Yes 41 (48.2%) 24 (58.5%) 17 (38.5 %) 0.067
 ADHD 10 (11.7%) 8 (19.5%) 2 (4.5%) 0.047 ***
 Autism spectrum disorder 12 (14.1%) 8 (19.5%) 4 (9.1%) 0.183
 Personality disorder 12 (14.1%) 7 (17.0%) 5 (11.4%) 0.478
 Affective disorder 8 (9.4%) 3 (7.3%) 5 (11.4%) 0.501
 Psychotic disorder 5 (5.9%) 2 (4.8%) 3 (6.8%) 1.000 FE
 Other 2 (2.4%) 0 (0%) 2 (4.5%) 0.494 FE
Medication use (n=85) ⁪ n= 41 n=44
 Yes 38 (44.7%) 17 (41.5%) 21 (47.7%) 0.562
 Anticonvulsants 3 (3.5%) 1 (2.4%) 2 (4.5%) 1.000 FE
 Anxiolytics/Hypnotics 7 (8.2%) 3 (7.3%) 4 (9.1%) 1.000 FE
 Antidepressants 9 (10.6%) 2 (4.9%) 7 (15.9%) 0.157 FE
 Stimulants 4 (4.7%) 4 (9.8%) 0 (0%) 0.053 FE
 Antipsychotics 13 (15.3%) 7 (17.1%) 6 (13.6%) 0.695
 Substance related 4 (4.7%) 1 (2.4%) 3 (6.8%) 0.616 FE
 Other somatic 7 (8.2%) 3 (7.1%) 4 (9.1%) 1.000 FE
Substance use pattern (n=86)
 Alcohol only 28 (32.6%) 8 (19.0%) 20 (45.5%) 0.009 **
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 Cannabis only 7 (8%) 4 (9.5%) 3 (6.8%) 0.710 FE
 Alcohol and Cannabis ⁫ 31 (34.8%) 16 (38.1% 15 (34.1%) 0.699
 Stimulants ⁬ 13 (15.1%) 10 (23.8%) 3 (6.8%) 0.028 **
 Opiates only 1 (1.2%) 0 (0%) 1 (2.3%) 1.000 FE
 No actual use 6 (7.0%) 4 (9.5%) 2 (4.5%) 0.428 FE
⁪ Multiple response option, total > 100%
FE Fisher Exact test used (assumptions ChiSquare test not met)
* Mann-Whitney significant at 0.05 level
** Chi Square significant at 0.05 level
*** Fisher Exact significant at 0.05 level
⁫ Includes one client misusing medication
⁬ Stimulant use with or without other substances
Table 1. Client Characteristics according to Case Reports
Cases analyzed by pattern of use
The adults who were reported as using beverage alcohol only (n = 28) were older 
(mean age 39.9, median 41 years, Mann–Whitney 0.000), more often mildly intellectu-
ally disabled (χ2 = 0.041) and more often living in their own apartments (χ2 = 0.046). 
Conversely, the adults who used both alcohol and cannabis were younger (mean age 
24, median 23 years, Mann–Whitney 0.003); both IQ groups were evenly represented. 
These adults significantly more often lived in residential settings (χ2 = 0.002). Most 
stimulant users had borderline ID (χ2 = 0.028) and they were generally younger (mean 
age 23.2, median 22 years, Mann–Whitney 0.018); most used other drugs as well. No 
differences were found in psychiatric comorbidities or medication use among users of 
different substances. 
 
 
 
 
Figure 3a. Figure 3b. 
 
 
 
Substance use (Case Reports)
Alcohol only
Alcohol and cannabis
Cannabis only
Stimulants
Opiates only
No actual use
Figure 3a. Figure 3b.
FIGURe 3. Substances used in case reports. (a) Figure shows proportion of total use of all sub-
stances in IDS as reported in case reports. (b) (optional) Substance use patterns in case reports. 
Patterns of use in reported cases (n = 86).
Substance use policies and practices
The majority of the services reported that they had some type of policy on substance 
use. These policies consisted predominantly of discouraging or prohibiting substance 
use. Several respondents reported difficulties with enforcing these policies. While 
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such restrictive policies seemed to prevail at the organizational level, at the program 
level, various interventions for clients who used or abused substances were employed 
in daily practices. Interestingly, commonly advocated strategies, such as rewarding 
abstinence (Degenhardt, 2000), were rated far less effective than restrictive measures. 
It was noted that the effectiveness of different interventions varied (Table 2).
Type of intervention N % ‘effective
or ‘Very effective’
Psychosocial interventions 20 55%
Restrictive measures 30 53%
Psycho education 24 46%
Intensifying daily care 32 41%
Referral to / collaboration with addiction care 25 16%
Rewarding abstinence / reduction of use 9 0%
* Multiple response option
Table 2. Interventions for Substance Related Problems
Most of the services (79%) reported that they had inadequate expertise with respect to 
addressing problems stemming from substance use or abuse. Many remarked about 
educational issues, expressing the need for staff training on topics such as effective 
treatment and preventive interventions (n = 20), substances and their effects (n = 16), 
suitable policies and how to adhere to them (n = 12), and collaboration options (n = 
9). Several respondents (n = 13) commented on a general lack of expertise, suitable 
materials, and information on the topic available to IDS. The majority (69%) noted 
that they tried to collaborate with an addiction treatment facility; such cross-system 
collaboration involved mostly client-based interventions (56%) or staff training (41%).
DISCUSSIon
According to the opinions of IDS providers in the Netherlands, many of their clients 
with mild or borderline ID use alcohol and other drugs. The respondents noted that 
beverage alcohol is used most often, although probably less often than in the general 
population. Conversely, cannabis and other drugs seem to be used relatively often, with 
high rates of problematic cannabis use. It is unclear whether the reported percentages 
reflected different patterns of use in the ID population or are due to reporting bias (i.e., 
to differences in the way respondents are informed about and pay attention to different 
types of substance use). For instance, the relatively low percentage of reported bever-
age alcohol use may partially be explained by reporting bias because of the general 
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acceptance of the use of this substance. Hence, (nonproblematic) alcohol use is less 
likely to come to the attention of staff or the organization. On the other hand, Dutch 
cannabis policies (i.e., possession of small amounts of cannabis for personal use has 
been decriminalized) may be a factor explaining high cannabis use among clients with 
ID (Van Der Nagel, 2007). These what may be considered by some as “liberal” policies, 
and although noted not to lead to higher percentages of use in the general population 
(Laar et al., 2008) may lead—for some clients with ID—to the assumption that cannabis 
use is harmless and (combined with factors such as availability and peer pressure) to 
a greater prevalence of use (Van Der Nagel, 2007). We suspect that some degree of 
reporting bias could be present in client profiles. Users of cannabis and other drugs 
were overrepresented in the client profiles compared with estimated rates overall in 
the IDS (see Figures 2 and 3). The percentages of psychiatric comorbidity and the use 
of psychotropic medications also suggest that case reports reflect more pronounced 
instances (and those of most concern to staff and administrators). Interestingly, the use 
of medications other than psychotropics seems extremely low, especially considering 
that both substance use and ID are associated with higher levels of somatic complica-
tions. This may suggest that respondents were not fully informed about the situations 
of the adults that they selected for the case reports. Contrary to the assumption that 
higher substance use is associated with deinstitutionalization (Sturmey et al., 2003), 
we observed that substance use in our sample was present in all subgroups of clients, 
including clients still in residential care. Although strategies to improve psychosocial 
supports (e.g., introducing more personalized daytime activities) were rated very ef-
fective, a significant proportion of the adults were reported not to be engaged in any 
structured activities. We also observed that our respondents reported that their IDS 
were not adequately equipped to handle substance abuse-related issues and often 
sought in vain collaboration with addiction care. The results of this study should be 
interpreted in the context of several limitations. The response rate was proportionately 
low, and several questionnaires, even when returned, had to be excluded because of 
missing data—thus, raised some questions about validity. Among the nonresponders 
and the excluded questionnaires might have been both services that do and services 
who do not recognize substance use problems among their clientele. Given this, it 
remains unclear whether the results from the participating IDS can be generalized to 
all Dutch ID providers. Also, we did not include questions about the use of nicotine 
or caffeine, so these data aspects are missing. Furthermore, data were collected 
at the institutional level, and respondents were mostly not involved in primary care. 
Since most services lacked systematic registration of substance use data among their 
clients, respondents had to rely on secondary sources. Therefore, data presented 
in this survey may reflect the perceptions of services’ management and clinicians 
(psychologists and physicians) rather than objective data drawn from client-based 
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epidemiological research. For all these reasons, the results should be interpreted with 
caution. That said, since staff members play a very important role in both recognizing 
potential problem areas and finding solutions, staff perspectives on substance use 
can be critical in both raising and addressing the topic. To get at this issue in greater 
detail, more client and caseworker-based research is needed both in the ID field and 
in addiction care to establish valid prevalence rates and to evaluate whether emerging 
patterns are representative of the entire population.
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ABSTRACT
Background: Students without intellectual disabilities (ID) start experimenting with 
tobacco and alcohol between 12 and 15 years of age. However, data for 12 to 15 
years old students with ID are unavailable. Prevention programs, like ‘Prepared on 
time’ (based on the attitude-social influence-efficacy model), are successful, but their 
efficacy has not been studied in students with ID. The objectives of this study were 
(1) to undertake a cluster randomized control trial to test the efficacy of the e-learning 
program among 12- to 15-year old students with mild and borderline ID in secondary 
special-needs schools and (2) to examine the tobacco and alcohol use for this popula-
tion.
Method: Five schools, randomly selected to be part of either the experimental group 
or control group, participated in this study. Passive informed consent was used in 
which parents and their children can refuse to participate in the study, resulting in 111 
students in the experimental group and 143 students in the control group. A total of 
210 students completed both baseline and follow-up questionnaires. Primary outcome 
variables are the knowledge and attitude towards alcohol and tobacco use. This study 
is registered in the ISRCTN registry with number ISRCTN95279686.
Results: Baseline findings showed that a large proportion of all respondents had initi-
ated smoking (49%) and drinking (75%), well above the expected numbers based on 
national figures. ‘Prepared on time’ did not affect the behavioral determinants (i.e., 
attitude, subjective norm, and self-efficacy), except modelling on smoking. Addition-
ally, alcohol-related knowledge of students in the experimental group increased after 
the completion of the program.
Conclusions: To obtain effective results on behavioral outcomes from ‘Prepared on 
time’, a greater degree of flexibility (i.e. repetition, extension of the program, role play-
ing etc.) is required. Furthermore, prevention needs to be implemented at a younger 
age, as 6% of the students tried their first cigarette and 15% of the students drank 
alcohol at the age of 10 years or younger.
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InTRoDUCTIon
Because of an increasing deinstitutionalization and normalization of students with 
an intellectual disability (ID), these students socialize in similar environments as their 
non-ID peers (Cocco & Harper, 2002). This results in greater access to sport facilities, 
schools and shops but also to tobacco, alcohol and drugs and increases the risk of 
misusing these substances, which can increase the likelihood of potential harm and 
addiction to nicotine, alcohol and drugs (Gress & Boss, 1996; McGillicuddy & Blane, 
1999; Slayter, 2008; Taggart, Huxley & Baker, 2008). Additionally, students with ID are 
more sensitive to peer pressure, are poorly equipped to face high stress situations and 
show inadequate self-regulatory behavior (Burgard, Donohue, Azrin & Teichner, 2000; 
Christian & Poling, 1997; Kress & Elias, 1993).
Leventhal, Fleming and Glynn (1988) showed that delaying the onset of smoking in 
non-ID students not only decreases the likelihood of continued smoking, but also de-
lays the first use of illegal substances. Prevention programs should therefore focus on 
early stages of smoking to forestall future impairments (Kress & Elias, 1993). Students 
with ID form no exception. Yet, substance abuse prevention and treatment for students 
with ID are very scarce (Cosden, 2001), even though students with ID are more vulner-
able to develop substance-related problems (Degenhardt, 2000; Slayter, 2008) due 
to intra-personal variables (impulsivity or being young and male) and inter-personal 
variables (deviant peer group pressure or desire for social acceptance) (Taggart et al., 
2008) compared to students without ID. Further, persons with ID are more likely to be 
exposed to a range of well-established social determinants of poorer health than their 
non-disabled peers (Emerson & Hatton, 2014).
Although substance abuse prevention is essential, Foxcroft and Tsertsvadze (2011) 
showed no statistically significant difference in the efficacy of substance abuse 
prevention between the intervention programs and the control/standard curriculum 
(non-ID) groups for 24 out of 39 trials. There was no easily discernible pattern in study 
(design) characteristics that would distinguish trials with positive results from those 
with no effects. Therefore, identifying the effective components and mechanisms of 
prevention programs, i.e., the processes they address, the ways in which they engage 
participants, and the way they include the environment, is still very important (Tak, 
Kleinjan, Lichtwarck-Aschoff & Engels, 2014).
Furthermore, very few prevention programs even exist for students with ID (Snow & 
Wallace, 2001). The efficacy of these prevention programs are not assessed, only 
qualitative data and feasibility studies are available (see http://www.trimbos.nl/
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onderwerpen/preventie/licht-verstandelijke-beperking-en-middelengebruik, a Dutch 
website). Additionally, the characteristics of students with ID differ from those of their 
non-ID peers. Prevention programs, such as ‘Prepared on time’ [Op tijd voorbereid], 
developed in the Netherlands, could therefore have a different effect to this target 
group. The program ‘Prepared on time’, developed as a prevention program based on 
the ASE model, was originally used in the fifth and sixth grade of mainstream primary 
schools (Ter Huurne, 2006) and is subsequently used for students with ID in this study. 
The program includes games, videos, quizzes, and tests to increase students’ sub-
stance knowledge, to provide examples of appropriate refusal skills and to strengthen 
students’ ability to make their own choices and not give in to peer pressure the mo-
ment they will encounter tobacco and alcohol use among their peers. In the program, 
an avatar called “professor Profitacto”, who reads out the texts on the screen and 
gives the students explanations, tips, and feedback, offers support to students. The 
intervention invites students to think about the effects of smoking and alcohol on the 
body and health as well as social status. The students can complete the e-learning 
program on their own pace. Research by Ter Huurne (2006) suggested that ‘Prepared 
on time’ could be used to improve the knowledge of smoking and drinking. However, 
the intention to start smoking was low in general, and the intention to start drinking 
before the age of 16 years was higher. Only 25% of the students would definitely not 
drink until the age of 16 years. The attitude of the respondents toward smoking and 
alcohol was influenced by their age. Older respondents were more likely to rate both 
smoking and alcohol positively.
The purpose of this study was twofold. The first objective was to examine lifetime 
prevalence of tobacco and alcohol use among this population in the Netherlands. 
Second, by conducting the program ‘Prepared on time’, a first attempt was made to 
explore the efficacy of an e-learning program for students with ID.
MeTHoD
Design
This study was a cluster randomized controlled trial among 210 students with a bor-
derline or mild ID to avoid contamination between classes.
Participants
The study group consisted of students in the first or second grade with a borderline 
or mild ID from a special-needs school. The students’ characteristics were as follows: 
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1) age between 12 and 15 years; 2) IQ levels between 50 and 85 according to ICD-10 
criteria measured by regular intelligence tests; 3) sufficient communication skills and 
ability to respond using Likert-Scale categories. An invitation letter was sent to eight 
eligible schools. Five schools, comprising 254 students divided into 20 classes, finally 
agreed to participate. Participants were recruited by school participation and all first-
grade and second-grade students of the participating schools were included in the 
study. For pragmatic reasons, these schools were randomly assigned to two groups, 
experimental or control, to create comparable and nearly equally sized groups, initially 
resulting in 111 students in the experimental group and 143 students in the control 
group (figure 1).
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Figure 1 
Student flow diagram 
8 schools (n = 407 
students) 
5 schools (n = 254 
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only T1 or T2 
(not included) 
Figure 1. Student flow diagram
Intervention
The program ‘Prepared on time’ is a prevention program based on the ASE model. 
The ASE model has often been used to explain various aspects of health-related 
behavior, like smoking cessation or drinking initiation. It is based on the assumption 
that attitude, social influence and self-efficacy influence the decision to start smoking 
or drinking (deVries et al., 2001). More information can be found on the Internet: www.
optijdvoorbereid.nl (Dutch Website).
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Questionnaire
A baseline questionnaire (T1) and a follow-up questionnaire (T2) were used. The original 
questionnaires (Ter Huurne, 2006) were pretested for use with ID students. The results 
showed that a 5-point Likert answering scale did not provide enough information, as 
participants tended to choose only the extreme options (see also Finlay & Lyons, 2001). 
Hence, all 5-point scales were changed into 3-point scales. Additionally, the response 
option ‘I don’t know’ was removed from all questions except the knowledge ques-
tions, forcing the participant to think about their opinions. The scales on behavioral 
determinants were tested for reliability.
The baseline questionnaire comprised questions assessing demographic characteris-
tics (gender, age etc.), knowledge about tobacco and alcohol, smoking behavior, alco-
hol consumption, intention, attitude, social influences and self-efficacy. The scale on 
knowledge of tobacco and alcohol comprised 10 multiple-choice questions grouped 
into two subscales; five questions assessed tobacco and five questions assessed 
alcohol use. A smoking and alcohol knowledge score was obtained by averaging the 
five smoking and the five alcohol items. Cronbach’s α was 0.42 for smoking knowledge 
and 0.32 for alcohol knowledge. Since Cronbach’s alpha for smoking and alcohol 
knowledge were poor, interpretation of these results should be taken with caution.
Smoking was measured by asking participants about their lifetime use. The answers 
were measured on a 3-point scale, ‘I’ve never smoked in my life’ (1); ‘I smoked once or 
twice’ (2); ‘I smoke every day’ (3). Participants who smoked were asked to report their 
(daily) usage: ‘I didn’t smoke in the last 4 weeks’ (1); ‘Less than 1 cigarette a week’ (2); 
‘Less than 1 cigarette a day’ (3); ‘1 to 5 cigarettes a day’ (4); ‘6 to 20 cigarettes a day’ 
(5); ‘20 cigarettes or more a day’ (6). Additionally, smoking participants were asked to 
report the age at which they started smoking.
Alcohol use was measured similarly to smoking. Participants were asked about their 
lifetime prevalence of drinking, giving them three response options; ‘I never drank 
alcohol’ (1); ‘I drank (a sip of) alcohol once’ (2); ‘I drank alcohol more than once’ (3). 
Alcohol-drinking participants were asked at what age they started drinking. Next, they 
were asked how many times in their life, how many times in the last four weeks they 
drank alcohol and if they had ever been drunk in their life on a scale from 0 to 11 
times or more. The amount of alcohol drank on one occasion was assessed with the 
response options of ‘less than one drink’ (1) or ‘I drink approximately ... glasses’ (2).
The intention of participants to start smoking or drinking alcohol was assessed by 
asking them whether they plan to start smoking or drinking alcohol within six months, 
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in two years or before the age of 16 (at the time of this intervention, the legal age for 
drinking and smoking was 16). Respondents who already smoked or drank alcohol 
were asked whether they planned to stop smoking/drinking. By combining and averag-
ing the scores, a combined intention scale was obtained. Cronbach’s α to start or stop 
smoking was 0.69. Cronbach’s α to start or stop drinking was 0.70.
Participants’ attitude towards smoking and drinking alcohol was measured using 
seven items measured on a 3-point scale. Attitude scores on smoking and alcohol 
were obtained by averaging the scores of the seven items. Cronbach’s alpha was 0.82 
for smoking and 0.73 for alcohol.
Self-efficacy was measured with two questions, which were different for non-smokers/
non-drinkers and smokers/drinkers (Bidstrup, Tjørnhøj-Thomson, Mortensen, Vinther-
Larsen & Johansen, 2011). The non-smokers and non-drinkers were asked whether 
they found it easy or difficult not to smoke or drink alcohol until the age of 16. They 
were also asked whether they thought they were capable of not starting smoking or 
drinking alcohol. The smokers/drinkers were asked whether they found it easy or dif-
ficult to stop smoking/drinking and if they thought they would be capable of stopping 
if they really wanted to. The scores of the separate items were combined and averaged 
to obtain a total self-efficacy score. Cronbach’s α was 0.66 for smoking and 0.84 for 
alcohol.
The subjective norm of participants was assessed with two questions on a 3-point 
scale; ‘My family (or friends) thinks I ...’ (1) ‘shouldn’t smoke/drink’; (2) ‘should decide 
for myself whether I smoke/drink’; (3) ‘should smoke/drink’. The scores of the two 
items were combined and averaged to obtain an average score of subjective norm. 
Cronbach’s α was 0.50 for smoking and 0.65 for alcohol.
The social influence of modelling of classmates or friends was assessed with two items 
measured on 4-point scale; (1) almost all; (2) many; (3) one or two; (4) no classmates 
(or friends) smoke/drink. The scores of the two items were combined and averaged to 
obtain an average score of modelling. Cronbach’s α was 0.28 for smoking and 0.69 
for alcohol. Since Cronbach’s alpha for smoking was very low, interpretation of these 
results should be taken with caution. These items were analyzed separately rather than 
as combined into an average score.
The two versions of the follow-up questionnaire, one for the experimental group and 
one for the control group, contained similar items as the baseline questionnaire. The 
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experimental group, however, had two extra open questions about what they have 
learned from the e-learning program ‘Prepared on time’.
Procedure
After recruitment, both the experimental group (n = 101) and the control group (n = 
131) were asked to complete a questionnaire. Two weeks after completing the first 
questionnaire, participants in the experimental group were enrolled in the program, 
participants in the control group will receive a ‘treatment usual’ approach. Three weeks 
after working with the program, both groups completed the follow-up questionnaire 
(experimental group n = 103; control group n = 134). Students who not completed a 
baseline questionnaire could have participated in the follow-up. A total of 210 students 
participated in both baseline and follow-up questionnaire.
Data analysis
The statistical analyses in this research were performed using SPSS 18.0 (IBM, 
Armonk, NY, USA). Differences between the experimental and control group were 
tested with a Chi-Square test. A mixed between-within subjects analysis of variance 
was conducted to correct for non-independence of cluster randomized controlled 
trial (Pallant, 2010) and to assess the differences between the experimental and the 
control group on participants’ score on tobacco and alcohol-related knowledge and 
the behavioral determinants across the two time periods (baseline questionnaire (T1) 
and follow-up questionnaire (T2)). For each of the outcome variables the Intraclass 
Correlation Coefficients (ICCs) and the Variation Inflation Factor (VIF) were calculated 
at classroom levels for baseline-only data. An ICC, a parameter customarily signified 
as ρ, would provide us information about the average correlation of students within 
each classroom, since these students are likely to resemble one another more than 
students who have different teachers of attend other schools (Thompson, Fernald & 
Mold, 2012). If students who attend the same classroom are relatively heterogeneous 
with respect to a measure, the ICC will be relatively small.
Ethics
Students’ parents were separately informed by a letter in which parents were notified 
that they could refuse participation of their child in this study. Thus, passive informed 
consent was used in which parents (and their children) can refuse to participate in the 
study by email or telephone during the study period. Ethical approval was given by the 
boards of the participating schools. This study is registered in the ISRCTN registry with 
number ISRCTN95279686.
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ReSULTS
Participants
The percentage of boys (57.6%) who participated in this study was slightly higher 
compared to the percentage of girls. The average age was 13.6 years old (range 12 – 
16). Two thirds lived at home with both parents and one or more sibling(s), 20% lived 
with one parent with one or more sibling(s). Only a very small percentage (2.4%) did not 
live at home with their parent(s) but in a residential facility or group housing for persons 
with ID. No significant differences were found between the experimental and control 
group in gender, age, ethnicity or living situation.
Behavior at baseline
Half of the respondents (49.8%) tried a cigarette at least once in their lives (Table 1). 
Most students tried their first cigarette between the ages of 12 and 14 years with a 
peak at age 13 years. Nearly 6% of the students already tried their first cigarette at 
the age of 10 years or younger. No significant differences were found between the 
experimental and control group. No significant differences were found either between 
the different schools or between gender groups (not in the table).
Over half of the respondents in this study drank alcohol more than once. Only 24.6% 
had never had alcohol in their lives. No significant differences were found between 
the experimental and control group regarding the lifetime prevalence or age of onset 
of drinking alcohol (Table 1). The lifetime prevalence of alcohol use among boys was 
significantly higher than among girls, with 80.7% versus 68.5% (χ2 = 6.687, p = .035). 
The percentage of boys drinking more than once was also higher than for the girls; 
however, this difference was not significant. About 15% had their first drink at the age 
of ten or younger. Twelve years of age seemed to be the most common age at which 
students drank for the first time (not in the table). When respondents drank, almost a 
quarter of them drank two to three drinks and 20% of the respondents drank four to 
six drinks, approaching the binge-drinking line. Approximately one in ten respondents 
appeared to be binge-drinker, as these respondents reported drinking more than seven 
drinks at a time.
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Table 1. Demographic data and lifetime use
Experimental group
N = 90 - 93
Control group
N = 107 - 113 
Total χ² P
Gender (male) 1 52.7% (n=44) 61.5% (n=72) 57.6% (n=121) 1.662 .197
Age 3.055 .383
 12 yrs 4.3% (n=4) 6.0% (n=7)    
 13 yrs 36.6% (n=34) 36.8% (n=43)    
 14 yrs 50.5% (n=47) 41.9% (n=49)    
 ≥15 yrs 8.6% (n=8) 15.4% (n=18)    
Ethnicity
non-Dutch (N=200) 26.1% (n=23) 24.1% (n=27) .078 .780
Lifetime use
 Smoking ever (N=209) 48.4% (n=45) 50.9% (n=59) 49.8% (n=104) .419 .517 
 Male 55.1% (n=25) 50.7% (n=29) 52.2% (n=54)   
 Female 40.9% (n=20) 51.1% (n=30) 46.1% (n=50)   
Alcohol ever (N=203) 76.6% (n=69) 73.3% (n=84) 75.4% (n=153) 1.341 .247
 Male 82.6% (n=38) 79.4% (n=54) 80.7% (n=92) 
 Female 70.5% (n=31) 66.7% (n=30) 68.5% (n=61) 
¹ Differences between groups were tested with Chi-Square
Table 2 summarizes the ICCs and variation inflation factor calculated for all behavioral 
determinants and knowledge, measured in 20 classrooms. Relatively small ICCs were 
found (0.072 and lower). This means that students who attend the same classroom are 
relatively heterogeneous with respect to the behavioral determinants and knowledge.
Table 2. ICCs at classroom levels for baseline-only data
Behavioral determinants & knowledge Within 20 classrooms ICC (95% CI) VIF1
Knowledge smoking .057 (-0.082 to 0.194) 1.5415
Knowledge alcohol .072 (-0.071 to 0.211) 1.684
Attitude smoking .002 (-0.136 to 0.139) 1.019
Attitude alcohol .006 (-0.131 to 0.143) 1.063
Subjective norm smoking .008 (-0.131 to 0.146) 1.076
Subjective norm alcohol .000 (-0.139 to 0.139) 1.000
Self-efficacy smoking .018 (-0.143 to 0.179) 1.171
Self-efficacy alcohol .009 (-0.163 to 0.181) 1.086
Modelling smoking .044 (-0.126 to 0.212) 1.418
Modelling alcohol .012 (-0.185 to 0.209) 1.114
Intention to stop smoking .016 (-0.144 to 0.175) 1.152
Intention to stop alcohol .001 (-0.173 to 0.174) 1.0095
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Outcome measures
Overall, participants in both groups were less likely to intend to quit smoking at T2 (or 
stay abstinent) with small to medium effect sizes (F (1,123) = 12.72, p = 0.001, ƞ2 = 
.0914) or drinking (or stay abstinent) (F (1,102) = 10.26, p = 0.002, ƞ2 = .091) compared 
to T1. Moreover, attitude towards smoking was slightly more positive at T2 (F (1,197) 
= 4.96, p = 0.027, ƞ2 = .025) compared to T1. However, experimental and control 
group did not differ significantly in these attitudes (not in the table). Table 3 shows that 
smoking knowledge did not improve after working with ‘Prepared on time’. In fact, 
the experimental group scored worse on the follow-up questionnaire (2.63 ± 1.112) 
compared to the baseline (2.60 ± 1.369).
Between group effects (Table 3) were found for modeling smoking (F (1,88) = 6.88, p = 
0.01, ƞ2 = .073) and alcohol-related knowledge (F (1,180) = 6.31, p = 0.01, ƞ2 = .034), 
both in favor of a small but significant effect of the intervention. ‘Prepared on time’ did 
not seem to have changed participants’ attitude towards or intention to start smoking 
and/or drinking.
DISCUSSIon
In a group of 210 students, between 12 and 15 years old, with a borderline or mild ID 
in the Netherlands, nearly 50% of the respondents already had their first smoke, which 
was higher compared to their non-ID peers who have a lifetime prevalence of 39% at 
the same age (Monshouwer et al., 2007). With a lifetime prevalence of 80.7% among 
the boys and 68.5% among the girls however, the alcohol drinking behavior of these 
students seems problematic, as the lifetime alcohol use of the respondents in the 
present study was higher compared with that of the general population (deLooze, van-
Dorsselaar, deRoos, Verdurmen, Stevens, Gommers et al., 2014). Low socioeconomic 
status (SES), impaired inhibition, the desire to ‘fit in’ and the inability to understand the 
(adverse) consequences of substance use could be possible explanations for these 
differences (Taggart, McLaughlin, Quinn & Milligan, 2006; VanDerNagel, Kiewik & Did-
den, 2012). Most of these students drank more than once, with 15% drinking even 
before the age of 10 years. Not just the prevalence was problematic, also the amount 
of alcohol that the respondents drank was high, with nearly 10% binge drinking on 
a single drinking occasion, potentially affecting their health and enlarging the risk of 
alcohol abuse later on in life (McGillicuddy, 2006).
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Limitations
Our study had some limitations. First, this study had a relatively small N and unequal 
groups to undertake multilevel analysis. All schools were located in the east of the 
Netherlands, not necessarily comparable with other parts of the Netherlands. Although 
this sample was not representative for all students with ID, this group might be more 
at risk of problematic use in the future compared to students who do not smoke or 
drink at all (Kress et al. 1993; McGillicuddy et al. 1999). Second, measurements were 
done using self-report questionnaires, which are susceptible to social desirability bias. 
However, all questionnaires were anonymous, identifiable only by numbers, to try to 
downsize this effect. Third, the internal consistency on smoking and alcohol knowl-
edge items and social influence of modelling items were poor. Elimination of items that 
are poorly correlated with other items in these scales could solve this problem. Fourth, 
the audio system on the computers in the largest experimental school was working 
incorrect, thus influencing the outcome of this study. Specifically, participants were 
unable to watch the movies in the program properly. To keep the students focused, the 
decision was made to complete only half of the smoking video and full alcohol video. 
This problem does not seem to explain the problems in achieving the goals of ‘Pre-
pared on time’. Not being able to complete the full smoking part does explain the lack 
of significant results regarding the knowledge of smoking, as we did see a significant 
increase in knowledge of alcohol within the experiment group, but it is unlikely that the 
sound system failure would change our results since most of the p-values were large. 
Finally, as this study was done towards the end of the school year, there was a pressure 
to obtain all data before the summer holidays, giving us exactly six weeks between the 
baseline and follow-up questionnaire. Quite a few students did not feel like answering a 
questionnaire again, finding them boring, which might have influenced the outcome of 
all questions. It also caused more missing values, as students skipped questions and 
sometimes (unintentionally) full pages because of lack of interest and attention. Digital 
questionnaires would solve this problem.
Strengths
Although its limitations, the current study still is the first that investigates an e-learning 
prevention program among students with ID. Looking at the efficacy of the program, 
a significant increase in knowledge of alcohol was found for the experiment group 
compared to the control group. This finding is important, since an adequate knowl-
edge of the harmful aspects of alcohol can increase the negative attitude towards 
alcohol consumption, which will deter actual use (Malmberg et al. 2010). Concerning 
the behavioral determinants, intention to stop smoking or drinking (or to not to start 
smoking or drinking) worsened over time for both groups. No between-group differ-
ences were found for other behavioral determinants, i.e., attitude, subjective norm, 
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and self-efficacy. Findings from a recently tested Dutch alcohol prevention program 
showed moderation effects of educational level on heavy weekly drinking, indicating 
that only lower-educated adolescents profited from the intervention (Koning, Van den 
Eijnden, Engels, Verdurmen & Vollebergh 2011). Based on these findings, we expected 
higher program effectiveness on our behavioral determinants for students in the ex-
perimental group. The lack of differential effects on the behavioral determinants might 
be explained by the fact that ‘Prepared on time’ has not been integrated in the yearly 
curriculum of the special-needs schools. Further, it seems that parents contribute to 
the development of resistance skills in their offspring, by changing parenting behavior 
prior to changing students’ self-control and should therefore be targeted in preven-
tion programs (Maat et al. 2011). Moreover, the absence of effects might even be an 
indication that school-based prevention programs are not the best strategy to reduce 
substance use among Dutch students with ID. An indicated prevention strategy might 
be more appropriate to account for the variety of risk factors in ID-populations (Malm-
berg et al. 2015). Because of the heterogeneity of students with ID, a greater degree of 
flexibility (i.e. timing, repetition, extension of the program, real-life role playing etc.) is 
required with respect to prevention programs (Snow et al. 2001).
ConCLUSIon
This study shows that the use of tobacco and alcohol among a sample of students 
with ID is comparable to or higher compared to their peers in the general population, 
even higher than could be expected based on a national survey. Moreover, the average 
age of onset of drinking alcohol among the students in this study was more than two 
years below the national average of 14.6 years (Monshouwer et al. 2007). Although the 
students’ knowledge of alcohol improved significantly after working with the program, 
the ‘Prepared on time’ program did not influence the behavioral determinants, except 
modelling. This means that students face less influence of negative modelling of their 
environment. Intention to stop smoking or drinking (or not to start smoking or drink-
ing) worsened over time for both experimental and control group. As intention has a 
predictive value of adolescent smoking behavior, the results in this study indicate that 
prevention activities should reach students well before smoking and drinking initiation.
In sum, there is a pressing need to develop effective prevention programs for this 
target group. Because of the distinct needs of this population in terms of their ability 
to comprehend and internalize didactic material, using evidence-based methods for 
presentation of information to this specific population within the group setting is crucial 
(Barrett & Paschos 2006). In order to be more effective, ‘Prepared on time’ should add 
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skill training (refusal skills, social skills), frequent repetition of the didactic material 
(Lawrence, Kerr, Darbyshire, Middleton & Fitzsimmons 2009), and parental involvement 
(Harakeh, Scholte, Vermulst, deVries & Engels 2004).
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ABSTRACT
Background and Aims
Adolescents with Intellectual Disability (ID) are at risk for tobacco and alcohol use, yet 
little or no prevention programs are available for this group. ‘Prepared on time’ is an 
e-learning program based on the attitude – social influence – efficacy model originally 
developed for fifth and sixth grades of mainstream primary schools. The goals of this 
study were (1) to examine the lifetime use of tobacco and alcohol among this target 
group and (2) to gain a first impression of the efficacy of ‘Prepared on time’ among 
12- to 16-year old students with moderate or mild ID (MMID).
Methods and Procedures
Students from three secondary special-needs schools were assigned to the experimen-
tal (e-learning) group (n=37) or the control group (n=36). Pre-intervention and follow-up 
data (3 weeks after completion) were gathered using semi-structured interviews inquir-
ing about substance use among students with MMID and the behavioral determinants 
of attitude, subjective norm, modelling, intention, and knowledge.
Results
The lifetime tobacco use and alcohol consumption rates in our sample were 25% 
and 59%, respectively. The e-learning program had a positive effect on the influence 
of modelling of classmates and friends. No significant effects were found on other 
behavioral determinants and knowledge.
Conclusions and Implications
A substantial proportion of adolescents with MMID in secondary special-needs schools 
use tobacco or alcohol. This study showed that an e-learning prevention program can 
be feasible for adolescents with MMID.
What this paper adds?
To our knowledge, this study is one of the first to aim to influence substance use 
knowledge, attitudes, and intention to use in a sample of students with MMID. It dem-
onstrates that students with MMID can profit an e-learning program about (the risks 
of) substance use and that this program positively influences the effect of modelling 
of direct environment and classmates. This study also demonstrates a clear need for 
such program, since it also shows that substance use rates in the group with MMID are 
comparable to students without ID.
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InTRoDUCTIon
Research on adolescents with ID has shown that this group is at risk for developing 
substance abuse problems (Slayter, 2008; Žunić-Pavlović, Pavlović & Glumbić, 2013). 
Additionally, among persons with ID, knowledge of substance use risks is limited 
(Brown & Coldwell, 2006). Access to substances, combined with (peer) pressure and 
limited knowledge, may contribute to the risk of misusing these products and the 
likelihood of harm and addiction to alcohol, nicotine, and other drugs (Degenhardt, 
2000; Taggart, Huxley & Baker, 2008). Unfortunately, even though special education 
students are a high-risk group for substance abuse, few prevention programs have 
been developed to target specifically this population (Carroll Chapman & Wu, 2012; 
Snow, Wallace & Munro, 2001).
Some of these risk factors are found in theoretical models that explain substance use, 
such as the attitude – social influence – self-efficacy model (ASE). In the ASE-model, it 
is assumed that intention and behavior are determined primarily by substance related 
attitudes, social influences, and self-efficacy expectations. Moreover, the ASE-model 
assumes that intention predicts future behavior (Markham, Aveyard, Thomas, Charlton, 
Lopez & Vries, de, 2004).
‘Prepared on time’ [Op tijd voorbereid] is a Dutch prevention program that uses the 
ASE-factors for future belief and behavior change (Ter Huurne, 2006). It was developed 
predominantly for use in 11- and 12-years old (5th and 6th grade) students in mainstream 
primary schools. The program has three components: an e-learning program, group 
assignments, and an information evening for parents. The main goal of this program is 
to prevent adolescents from starting smoking cigarettes and drinking alcohol.
Ter Huurne (2006) found in the original target group that although ‘Prepared on time’ 
improved the knowledge of smoking and drinking, the intention to start smoking was 
low in general and intention to start drinking before the age of 16 was higher. Further, 
the attitude of the respondents toward smoking and alcohol was influenced by their 
age (Ter Huurne, 2006). Older respondents rated both smoking and alcohol more 
positively. ‘Prepared on time’ has been successfully piloted among students with mild 
or borderline ID (Kiewik, VanDerNagel, Kemna, Engels & DeJong, 2016). In this study, 
Kiewik et al. (2016) found that the influence of negative modelling of the environment 
was low among students with mild and borderline ID. Further, ‘Prepared on time’ im-
proved the alcohol-related knowledge of these students.
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The aim of the present study was to examine the tobacco and alcohol consumption of 
a sample of students with MMID. Second, the first attempt was made to examine the 
efficacy of ‘Prepared on time’ among adolescents with MMID by using the ASE-model 
and the improvement of knowledge to identify modifiable risk factors for tobacco and 
alcohol use (Ausems, Mesters, van Breukelen & de Vries, 2003).
MeTHoD
Design
This study was a pre-/post-intervention pilot study with a control group comprising 73 
students with MMID from three secondary special-needs schools.
Participants and Setting
Six special education schools for adolescents with MMID in a semi-rural area in the 
eastern part of The Netherlands were asked to participate in this study. Three schools 
were excluded: two schools were not interested to participate, and one school already 
used a program targeted to mainstream students. One school was assigned to the ex-
perimental group and one school to the control group. The students in the third school 
were assigned to either condition alphabetically in order to create equal size groups. 
Hence, 73 students (12-16 years) with MMID participated, resulting in 37 students in 
the experimental group and 36 students in the control group. Parents of two students 
did not provide permission to participate, one dropped out of school, and one was 
ill during the follow-up. In total, 69 students completed both baseline and follow-up 
questionnaires.
Intervention
The original prevention program ‘Prepared on time’ based on the ASE model and 
theory of planned behavior targeted children between the ages of 9 and 13 years in 
mainstream education schools. The ASE-model is based on the assumption that at-
titude, social influence, and self-efficacy influence the decision to start smoking or 
drinking (de Vries, Mudde, Leijs, Charlton, Vartiainen, Buijs et al., 2003). It aims to 
prepare children for the moment they will encounter tobacco and alcohol use among 
their peers. The e-learning program includes games, videos, quizzes, and tests to 
increase students’ substance knowledge, to provide examples of appropriate refusal 
skills, and to strengthen students’ ability to make their own choices. In the program, 
an avatar, the digital “professor Profitacto”, reads the texts on the screen aloud and 
gives the students explanations, tips, and feedback. The e-learning program invites 
students to think about the (negative) effects of smoking and alcohol on the body and 
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health as well as on students’ social status. More information can be found at: www.
optijdvoorbereid.nl (Dutch Website).
Measurements
The original baseline questionnaire for this intervention (Ter Huurne, 2006) contained 
86 self-report items measuring demographic variables, attitude, social influence, 
self-efficacy, and knowledge of smoking and alcohol use. The follow-up questionnaire 
contained the same items, plus eleven questions on participants’ experiences working 
with the program. For all subscales, Cronbach’s α values were ≥ 0.6, which was re-
garded as reliable, except social influences (smoking .37; alcohol .50) and self-efficacy 
for smoking (.54).
The original questionnaires were first piloted with a focus group of 10 students (between 
the ages of 12 and 16 years) with MMID living in a residential facility to verify that the 
students were able to interpret the questions appropriately. Based on this pilot test, the 
questionnaires were adjusted to the needs of students with MMID by shortening both 
questionnaires to 75 questions by omitting the questions on the determinants of social 
support and self-efficacy because of their complexity. Since negatively worded ques-
tions were confusing for the 10 students with MMID, these questions were rephrased 
into positively formulated questions in the final questionnaires. In addition, five point 
Likert answer options were modified into three point Likert answer options, since our 
focus group only chose the extreme options. The option “I don’t know” was removed 
as an answering option from all but the knowledge questions, forcing the participants 
to think about their opinions without an easy way out. All responses in the category “I 
don’t know” in the knowledge questions were excluded from the analysis. The follow-
up questionnaire contained the same assessments as the baseline questionnaire.
The final questionnaires for baseline and follow up measurements consisted of ques-
tions regarding smoking and drinking alcohol behavior; knowledge about tobacco and 
alcohol; attitude; subjective norm, modelling and intention. The baseline measurement 
consisted a few extra questions concerning demographic items (gender, age, etc.).
Lifetime smoking was measured by asking participants about lifetime smoking use, 
giving them three answering options: “No, I never smoked” (1); “Yes, I smoked once” 
(2); and “Yes, I smoked more than once” (3). Participants who smoked were asked 
whether they smoked more or less than two cigarettes per day. Alcohol drinking be-
havior was measured similarly; participants were asked about their lifetime prevalence, 
providing three answer options: “No, I never drank alcohol” (1); “Yes, I drank (a sip of) 
alcohol once” (2); and “Yes I drank alcohol more than once” (3).
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The substance use knowledge scale consisted of eleven questions grouped into two 
subscales: six multiple-choice questions about tobacco and five alcohol questions. 
Knowledge of smoking and drinking scores were obtained by counting the correspond-
ing correct items.
Participants’ attitude towards smoking and drinking alcohol was measured using six 
items measured on a dichotomous response scale (smoking or drinking is … (1) healthy 
vs. not healthy; (2) normal vs. not normal; (3) cool vs. not cool; (4) smart vs. stupid; (5) 
funny vs. not funny; (6) filthy vs. tasty). An average score of at least five items was used 
to predict the value of a missing sixth variable. Attitude scores on smoking and alcohol 
were obtained by counting the scores of the items, ranging from minus 6 to 6.
The subjective norm of participants was measured using two questions with three 
response options: “I shouldn’t smoke or drink” (1); “I should decide for myself whether 
I smoke or drink” (2); and “I should smoke or drink” (3). The scores of the two items 
were combined and recoded into three categories (positive subjective norm (1), neutral 
(2) and negative subjective norm (3)).
Modelling of the direct environment was assessed with five dichotomous questions: 
“Do(es) your father/mother/siblings/best friend/teacher smoke/drink?”. Modelling of 
the direct environment scores was obtained by adding the scores together. An average 
score of at least four items was used to predict the value of a missing fifth variable. 
Modelling of classmates was assessed with two dichotomous questions: “Do your 
classmates/friends smoke/drink?”. Answer options were: “None” (1); “One or two” (2); 
“Half of my class/friends” (3); or “All” (4). Scores obtained by counting the scores of 
the items ranged from 2 to 8.
Social Pressure was measured with one single question, “Do you have the feeling that 
your best friends want you to smoke or drink?”. The answers were measured on a 
3-point scale, “No, never” (1), “Sometimes” (2), or “Yes, always” (3).
The intention of participants to start smoking or drinking alcohol was assessed using 
three questions asking them to indicate whether they plan to start smoking or drink-
ing alcohol ‘within a few months’, ‘when they are much older’, or ‘ever’. Using the 
same responses, the respondents who already smoked or drank alcohol were asked 
whether they planned to stop smoking or drinking. The answers were measured on 
a 3-point scale, “No, never” (1), “Maybe” (2), or “Yes, certainly” (3). By combining 
and averaging the scores, a combined intention scale was obtained. Higher scores 
indicated increased likelihood that students with MMID would not to start (or would 
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quit) smoking or drinking. Further description of the measurements is described in 
Kiewik et al. (2016).
Procedure
In the first week, both the experimental and control groups were asked to complete 
a questionnaire based on the ASE-model, measuring the attitude, social influences, 
and intentions concerning smoking and alcohol use. Because not all students were 
literate, all questions were asked orally. During each interview, which lasted about one 
hour, the interviewer read each question aloud from a printed questionnaire to each 
individual participant to assure that all questions were asked. For two weeks following 
the completion of the first questionnaire, participants in the experimental group (n = 
35) participated in the program ‘Prepared on time’. Participants in the control group 
continued their standard education curriculum. Three weeks following the completion 
of the program, both groups were interviewed again, using the follow-up questionnaire.
Data analysis
Statistical analyses were performed with SPSS (version 21.0). Differences between 
the experimental and control group in gender, ethnicity, and life situation, which were 
measured on nominal scales, and differences in smoking or alcohol consumption in 
terms of lifetime prevalence (ever/never) were tested with chi-square. Differences in 
age between participants in the two conditions were tested with Wilcoxon Signed Rank 
Test, since age was not normally distributed. The differences between the experimental 
and control group at baseline in terms of behavioral determinants and knowledge 
were examined with ANCOVA using age as a covariate. Repeated-measures, using 
the general linear model with age as covariate, were also used to identify differences 
between the first and second measurements of the experimental and control group in 
knowledge, attitude, subjective norm, modelling classmates and friends, and intention.
Ethics
The boards of the three participating schools provided ethical approval. The students, 
parents, and teachers received written information about the assessment procedure. 
The students participated in the intervention voluntarily, and they were guaranteed 
anonymity. Therefore, passive informed consent was used, and a letter from the 
participating schools informed parents about the study procedures. Students in both 
the experimental and control conditions were receiving education conforming to usual 
standards. The researchers have no conflict of interest in this study. The current study 
is registered in the ISRCTN registry with number ISRCTN14512228.
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ReSULTS
Participants
Overall, 69 students with MMID (62.3% male; age (mean, SD) = 14.72 (1.14) years old, 
85.5% living with their families) were included in this study. The students in the control 
group (n = 34) were significantly older (M = 15.29, SD = .90) compared to those (n = 35) 
in the experimental group (M = 14.17, SD = 1.07; z = -7.237, p <.001). No significant 
differences were found between the experimental and control groups in gender, ethnic-
ity, or living situation. The lifetime use of tobacco among all 69 students (aged 12-16) 
with MMID was 24.6% while the lifetime use of alcohol was 59.4%. No significant 
differences were found between the experimental and control groups regarding lifetime 
prevalence and frequency of use (Table 1).
Smoking, drinking, and behavioral determinants at baseline
At baseline, no significant differences were found between the experimental and 
control groups in knowledge of alcohol and tobacco. Students in the experimental 
group reported a significantly lower influence of classmates by modelling in terms of 
drinking behaviour compared to students in the control group (F (1,44) = 4.184, p = 
.047). Students in the control group experienced a slightly higher, but not significant, 
influence of the drinking environment compared to students in the experimental group 
(F (1,68) = 3.716, p = .058). The behaviour determinants of attitude, social pressure, 
and intention showed floor or ceiling effects at baseline, which can have a detrimental 
effect on the interpretation of the outcome measures (not in table).
Effects on behavioral determinants and knowledge
Significant between-groups effects were found for modelling from the direct environ-
ment (F (1,65) = 7.919, p = .006) and classmates (F (1,36) = 8.669, p = .006) for alcohol 
use, both in favour of the e-learning program. Students assigned to the experiment 
group experienced a significantly lower influence of classmates/friends by modelling of 
drinking behavior and their direct environment compared to students assigned to the 
control group (Table 2). However ‘Prepared on time’ did not seem to have changed par-
ticipants’ knowledge, attitude, subjective norm, modelling of smoking, social pressure, 
and intention, participants were well capable to work with the e-learning program.
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DISCUSSIon
The results of this study indicated that a considerable proportion of 12-16 years old 
students with MMID use tobacco or alcohol. The lifetime use of tobacco among stu-
dents (aged 12-16) with MMID was comparable to students without ID of the same 
age (25% vs 22.3%) while the lifetime use of alcohol was slightly lower (59% vs 64%) 
(Looze et al., 2014). However, the lifetime tobacco and alcohol use among students 
with mild or borderline ID was higher than our sample (49% vs 25% for tobacco and 
75% vs 59% for alcohol consumption) (Kiewik et al., 2016). Some striking results were 
the low average scores for tobacco and alcohol related knowledge compared to the 
findings of Ter Huurne (2006). Many students have little knowledge about the charac-
teristics and dangers of tobacco and alcohol use. Similar results have been found in 
McCusker, Clare, Cullen, and Reep (1993). Though ter Huurne (2006) and Kiewik et al. 
(2016) suggested that ‘Prepared on time’ could improve substance related knowledge, 
this study did not found any significant differences between knowledge levels before 
and after the program, probably due to the low learning potential or curve of students 
with MMID (Snow, Wallace & Munro, 2001). Students with MMID may require more 
repetition and opportunities to learn about tobacco and alcohol.
Limitations
This study, as other studies, has limitations that need to be considered. First, this was 
the first attempt to examine the efficacy and feasibility of ‘Prepared on time’ among 
students with MMID. Since the sample was small and all schools were located in the 
east of The Netherlands, the results might not be generalizable to other populations; 
therefore, they should be interpreted cautiously. However, the smaller numbers of stu-
dents with MMID who attend special needs schools (McCrystal, Percy & Higgins, 2007) 
justifies the limitation of small sample size to some extent. Second, some behavior 
determinants had already shown floor or ceiling effects at baseline, which have an 
unfavorable influence on outcome results, since there was little opportunity to differ. 
Therefore, it is not suitable to assess progress accurately, as the students’ behavioral 
determinants change. Third, measurements were carried out using self-report ques-
tionnaires, which were read out by a research member. This might have increased 
the tendency to provide socially desirable answers. However, all questionnaires were 
processed anonymously to avoid this effect (Smit, de Zwart, Spruit, Monshouwer, & 
van Ameyden, 2002). Fourth, the determinants of social support and self-efficacy from 
the ASE model could not be carried out, since these questions were to difficult for our 
target group. These questions were removed from the original questionnaire. Finally, 
not many results were found for efficacy, which raises the question of whether this 
prevention program is an appropriate way of teaching students with MMID. Further 
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research is needed with a larger sample size to determine the efficacy of ‘Prepared 
on time’. McGillicuddy and Blane (1999) showed that although prevention intervention 
targeting individuals with ID results in increased substance knowledge, it often fails to 
affect substance-related attitudes or substance use. It is known that repetition is very 
important in the education of people with ID (Annand & Ruf, 1998; Snow, Wallace & 
Munro, 2001).
Strengths
Despite its limitations, this study is one of the first to demonstrate that the applica-
tion of e-learning is a feasible method for educating students with MMID. Further, the 
overall dropout was low, and differences between the two groups in dropout rates 
were non-significant. Next, our e-learning program can be useful for students with 
MMID. Although ‘Prepared on time’ was originally used in the fifth and sixth grades 
of mainstream primary schools (Ter Huurne, 2006), students with MMID had sufficient 
abilities to work with the program.
ConCLUSIonS
This study provides the first impression of the smoking and alcohol drinking behav-
ior of adolescents with MMID in The Netherlands. Although it is believed that these 
students use tobacco and alcohol less often compared to the general population, 
their actual substance use rate is comparable to that of the general population. The 
e-learning program significantly influenced modelling regarding alcohol consumption. 
Students in the experimental group face less influence of negative modelling of drinking 
classmates/friends and their direct environment compared to students in the control 
group. No significant differences in knowledge and behavioral determinants of attitude, 
subjective norm, social pressure, and intention between the two groups were found. It 
should also be noted that whether ‘Prepared on time’ delays the onset of experimental 
use of tobacco or alcohol of persons with MMID remains unknown. This suggests a 
definite need for proper and well-developed prevention programs for this target group. 
This study may be replicated using a larger sample size in different geographic areas. 
Because of the distinct needs of students with MMID, more research is needed to 
develop successful programs for this important target group.
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ABSTRACT
Background and Aims
Cognitive Behaviour Therapy (CBT) has been successfully used in the treatment of per-
sons with mild to borderline intellectual disabilities (MBID) and comorbid psychiatric 
symptoms. This study evaluates the feasibility of a 9 weeks (18 sessions) CBT protocol 
for persons with MBID and substance use disorders (SUD).
Methods and Procedures
In a pilot study among 23 participants with MBID and moderate to severe SUD, and 
nine therapists we focused on two feasibility outcomes: 1) acceptability; and 2) pre-
liminary treatment effectiveness. We used the Substance use and misuse in Intellectual 
Disability – Questionnaire (SumID-Q) to assess substance use, and feasibility question-
naires as well as qualitative interviews.
Results
The majority of the persons with MBID (69.6 %) completed the treatment. The treat-
ment acceptability was moderate, with high participant satisfaction (8.5 on a scale 
of 1 -10). All participants show post treatment reduction in substance use. Although 
therapists were positive with the protocol, the intensive program with two sessions per 
week, resulted in scheduling issues.
Conclusions and Implications
This study demonstrated the feasibility of CBT+, in treating persons with MBID and 
SUD. Future research should address CBT+ as a formal treatment strategy.
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InTRoDUCTIon
In the Netherlands, Cognitive Behaviour Therapy (CBT) is used as a standard treatment 
modality for substance use disorders (SUD). CBT for SUD in general populations has 
demonstrated to be an effective treatment strategy (McHugh, Hearon & Otto, 2010). 
CBT is a goal-oriented, short-term therapy focused on person’s actions, problematic 
thoughts and beliefs, and which is posited to mediate emotional and behavioural re-
actions (Beck, 1995). The CBT program (Schippers, Smeerdijk & Merkx, 2014), cur-
rently used in the Netherlands, was designed to enhance social and refusal skills and 
identify and change negative cognitions and thoughts. Patients were taught how to 
self-monitor their thoughts, to ask for support and were trained to self-reinforce adap-
tive behaviours. CBT helps clients to identify risk situations for substance use, to avoid 
these situations and to increase motivation to reduce or quit substance use.
Although Cognitive Behaviour Therapy (CBT) has been successfully used in persons 
with mild to borderline intellectual disabilities (MBID) with other disorders such as anger 
(Willner, Rose, Jahoda, Stenfert Kroese, Felce, MacMahon et al., 2013), psychosis (Kirk-
land, 2005), obsessive-compulsive disorder (Willner & Goody, 2006), and depression 
(Hartley, Esbensen, Shalev, Vincent, Mihaila & Bussanich, 2015; McCabe, McGillivray 
& Newton, 2006; McGillivray, McCabe & Kershaw, 2008), little is known about cognitive 
behavioural interventions for substance use disorders (SUD) in persons with MBID 
(McGillicuddy, 2006; Slayter, 2007; Slayter, 2010). Nonetheless, SUD is a substantial 
problem for persons with MBID. VanderNagel and her colleagues (2017) showed that 
in their Dutch sample almost all participants with MBID (n = 407, 97.1%) had used 
licit, and almost half of them (n = 208, 49.6%) had used illicit substances at least once 
in their lives. Compared to national data (van Laar & van Ooyen-Houben, 2015) the 
percentages current smokers (62% vs 25%) and current users of cannabis (14.6% vs 
5%) in their sample of persons with MBID are remarkably high. These findings do not 
stand alone. For instance, among 39 clients with MBID in a Dutch inpatient treatment 
facility, 28% abused alcohol, and 36% illicit drugs (Didden, Embregts, van der Toorn & 
Laarhoven, 2009). Chaplin, Gilvarry and Tsakanikos (2011) found that in a psychiatric 
outpatient facility in South-East London (UK) (n = 115), 17% of the individuals misused 
alcohol, 6% cannabis and 3% cocaine. More recently, Lin, Balogh, McGarry et. al. 
(2016) found in their population-based study that the prevalence of substance-related 
and addictive behaviours among adults with intellectual and developmental disabilities 
in Ontario (Canada) was 6.4% (N = 4220).
However, studies of CBT as a therapeutic modality of SUD in persons with MBID has 
been limited to single case studies and small group settings to date (Didden, Vander-
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Nagel & van Duijvenbode, 2016). These studies indicate that with a few modifications 
in therapeutic approach and communication style these preliminary attempts may be a 
successful intervention for persons with MBID and SUD. Cognitive Behaviour Therapy-
Plus (CBT+) is a newly developed treatment protocol for persons with MBID and SUD 
(VanderNagel & Kiewik, 2016), based on the general CBT protocol for SUD among 
persons without MBID. As in the original protocol, the CBT+ protocol aims to influence 
the clients’ self-control by increasing for example their social and refusal skills or how 
to avoid risky situations. In the present study, we evaluate this CBT+ protocol, modi-
fied to fit the needs of persons with MBID and SUD, with regard to acceptability and 
preliminary treatment effectiveness.
MeTHoD
Design
We conducted a small-scale interventional non-randomised feasibility study with two 
feasibility outcomes (acceptability and preliminary treatment effectiveness) among 
participants with MBID, using standardised questionnaires and qualitative face-to-face 
interviews with a sample of clients and therapists.
Participants and settings
Between June 2014 and September 2015, twenty-three participants with MBID with a 
history of SUD, who were consecutively referred to an outpatient SUD treatment facil-
ity, were included. Inclusion criteria were (1) Dutch as a first language, (2) sufficient oral 
communication skills (i.e., fluent verbal speakers), (3) a mild to borderline intellectual 
disability (i.e., full scale IQ between 50 – 85 according to DSM-IV criteria measured 
by regular intelligence tests that was registered in the client’s file or estimated by 
the client’s psychologist) and (4) 18 years or older. Participants had no restrictions 
in remaining in other mental health treatment that they were currently receiving (e.g. 
EMDR or medication management). After recruitment, 19 of the 23 of the participants 
were diagnosed with a co-occurring psychiatric or developmental disorder established 
by an independent certified psychiatrist and/or clinical psychologist. The diagnosis of 
psychiatric disorders were all retrieved from individual client’s report and based on the 
DSM-IV-TR criteria. Four participants showed offending behaviour and were involved 
in the criminal justice process.
Nine therapists, experienced in CBT and in working with patients with MBID, in either 
the addiction care or services for intellectual disabilities, provided the treatment. The 
prerequisites for carrying out the therapy were that the therapists had a master degree 
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in psychology and had studies CBT for one term (at least 6 ECTS credits). All therapists 
had been trained by the first and second authors in the manualised CBT+ protocol. 
None of the therapists had participated in the original development of the CBT+ pro-
tocol or in this study design.
Intervention
The treatment program was based on the original CBT manual for the general 
population, modified for persons with MBID (VanDerNagel, Kiewik & Didden, 2014; 
VanDerNagel & Kiewik, 2016) in order to increase comprehension. The original manual 
(for individuals without MBID) consisted of a nine-week CBT-program, in which the 
participants covered one topic each week. A pilot of this original manual among 25 
persons with SUD showed that the completion of treatment were 32% (n = 8; Van 
Emst, 2014).
To adapt the original protocol to the needs of persons with MBID, we firstly adjusted the 
treatment materials to facilitate the reading and understanding. Moreover, in order to 
improve comprehension, a client workbook was used in conjunction with the therapist 
manual. The workbook contains worksheets with easy-to-understand text and images. 
Secondly, we changed the structure of the CBT-program by doubling the amount of the 
sessions compared to the original CBT manual (from 9 to18 sessions, see Table 1). One 
of the most common adaptions of CBT is the use of an extended number of sessions to 
spend additional time ensuring clients could make links between cognitions, feelings 
and behaviours (Barrera, 2017). The sessions were delivered in a fixed order in order to 
stay close to the original CBT protocol.
Thirdly, we involve confidants in the alternately CBT+ therapy sessions. Confidants 
were mostly a member of the residential staff or a member of a community support 
team. One client was supported by a family member. Inclusion of confidants in CBT+ 
therapy may enhance treatment effects, by teaching confidants about CBT and the 
background of SUD, to reinforce skill acquisition outside the therapy sessions and 
helping out the participant with homework tasks. Further, a confidant can support the 
client during the sessions to create a better understanding between the therapist and 
the client.
Measurements
Feasibility questionnaires:
Acceptability:
To measure protocol acceptability, the number of sessions attended and completed 
were recorded as a measure of treatment compliance. Further, therapists were asked 
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whether they stayed close to the CBT+ protocol after each session. The answers were 
measured on a 3-point Likert scale: ‘Could you accomplish all different topics during 
this session?’, (1) ‘yes’; (2) ‘partly’ or; (3) ‘no’. If they could not accomplish one or more 
topics during the session, they were asked about the reasons. These answers were 
measures on a multiple choice option (lack of time; goal unclear; not relevant; other 
problems of the client were more important; comorbidity problems; too complex; other 
Table 1. Themes and content of the sessions
Theme Content session a (client 
and therapist)
Content session b (client, 
confidant and therapist)
1. Introduction (explanation of the 
therapy; introduction homework 
and expectations of confidant. 
Homework: self registration of 
substance use).
Talk about substance use; 
better understanding of 
substance use.*
Home assignments; better 
understanding of substance 
use; draw your lifeline
2 Let’s work! (goal setting and self 
control)
Home assignments; 
experiment; self control
Home assignments; goal 
setting; self control
3 When do I use substances? (self 
control and functional analysis)
Home assignments; self 
control in risk situations; 
functional analysis
Home assignments; self 
control in risk situations; 
functional analysis and goal 
setting
4 I can change! (functional analysis 
and emergency measures)
Home assignments; 
registration and self 
control; relapse and 
emergency measures
Home assignments; relapse 
and plan how to change; 
extension of plans how to 
change
5 Dealing with craving (emergency 
measures and craving)
Home assignments; 
craving; how to deal with 
craving
Home assignments; 
competences among 
craving; how to deal with 
craving
6 Think differently! (craving and 
challenging maladaptive thoughts 
and beliefs)
Home assignments; how 
to deal with craving; think 
differently
Home assignments; (mal)
adaptive thoughts and 
beliefs; embrace adaptive 
thoughts and beliefs
7 Say ‘no’! (challenging maladaptive 
thoughts and beliefs and refusal 
skills)
Home assignments; 
difficult situations; 
adaptive thoughts; say 
‘no’!
Home assignments; say ‘no’ 
to risk situations; ‘no’- saying
8 Relapse training (refusal skills and 
relapse prevention)
Home assignments; say 
‘no’!; emergency measures
Home assignments; say ‘no’ 
and emergency measures; 
plan how to change
9 I’m ready! (Retrospect and outlook; 
Discussion of the individual goals; 
achievements and strategies to 
continue to work toward the goals)
Home assignments; 
history and present; My 
plan how to change
Home assignments; 
retrospect and future plans; 
Certificate
* involvement of a confidant
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problems). In addition, clients were asked to rate their general impression with the 
program (score 0 -10). Clients were also asked to rate the number and length of the 
sessions and the information in the workbook. The answers, except the open ques-
tions, were measured on a 4-point Likert scale (e.g. ‘How do you rate the length of the 
sessions?’, (1) ‘too many/lengthy’; (2) ‘good’; (3) ‘too little/short’ or (4) ‘I don’t know’). 
Clients were also given the opportunity to respond to two open-ended questions that 
asked for suggestions for improvement of the treatment program. After the CBT+ 
program, therapists were asked to rate the manual, the information, the workbook, 
the exercises and the information for the confidant. The answers were measured on a 
5-point Likert scale (‘very good’ (1); ‘good’ (2); ‘neutral’ (3); ‘bad’ (4) or ‘too bad’ (5)).
Preliminary treatment effect:
To assess treatment effect in terms of reduced substance use rates, we used the 
Substance use and misuse in Intellectual Disability - Questionnaire (SumID-Q, VanDer-
Nagel, Kiewik, VanDijk, DeJong & Didden, 2011; VanDerNagel, Kemna & Didden, 
2013). The SumID-Q comprised questions assessing lifetime, last month, and recent 
use of tobacco, alcohol, cannabis, and stimulants (cocaine and amphetamines) and its 
risk factors and consequences among persons with MBID. Compared to analysis of 
biomarkers in urine, sweat patches and hair, the SumID has shown (little) under-report 
of SU (VanDerNagel, Kiewik, van Dijk, Didden, Korzilius, Van der Palen, Buitelaar, Uges, 
Kosten & DeJong, 2017b) and its reliability is reported to be moderate to good across 
subscales (α’s between .76 and .87; VanDerNagel et al., 2017). The administration of 
the SumID-Q took approximately 45 to 60 minutes.
Qualitative process evaluation
The objective was to interview a sample of ten clients and six therapists by using 
a semi-structured questionnaire. The exploration of the interviews were divided into 
five topics: 1) the participants’ overall view of on the CBT program; 2) the role of the 
confidant; 3) the CBT materials; 4) the treatment exercises and 5) further suggestions.
This questionnaire was based on the original questionnaire used in the pilot of the 
original CBT protocol (Van Emst, 2014). The answers provided by participants were 
audiotaped with the participants’ consent. Recordings of therapy sessions were then 
transcribed by two students. Each substantive response was analysed by the two 
bachelor students and was grouped into the five topics for further thematic analysis. 
However, not all clients were willing to participate in the qualitative process evaluation, 
due to the audiotaping of the interviews or the effort to provide information. Further, 
not all therapists were available for being interviewed since one therapist had maternal 
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leave and one therapist changed jobs. In total, five clients and four therapists were 
interviewed. The interviews took approximately 60 to 90 minutes.
Procedure
The participants were identified throughout an addiction care service in the eastern part 
of the Netherlands. First responsible caregivers working at this service were informed 
about the intervention and invited to sign up potential participants. Nine therapists, 
experienced in CBT and in working with patients with MBID, provided the interven-
tion. Information on each participant’s drugs and alcohol use was gathered at intake 
prior to assignment. Participants completed measures with the SumID-Q at baseline, 
posttreatment and a 3-month follow-up. After each session, therapists completed a 
feasibility questionnaire whether they stayed closed to the treatment protocol. Both 
clients and therapists completed a feasibility questionnaire after completing the CBT+ 
program to rate the CBT+ protocol.
Statistical analysis
The statistical analyses in this research were performed using SPSS 21.0 (IBM). De-
scriptive statistics were applied to demographic and background data, as well as to 
the measures of feasibility. Differences between treatment completers and those who 
dropped out the CBT+ program in gender and type of substance use, which were 
measured on nominal scales, were tested with chi-square. Differences in intellectual 
functioning and history of substance use between the participants were tested with 
Wilcoxon Signed Rank Test, since these variables were not normally distributed. 
We analysed the data using a paired-sample t-test to analyse changes from pre- to 
post-intervention for alcohol users, since repeated measures ANOVAs was not pos-
sible due to the small sample sizes (n = 9 for alcohol, n = 5 for cannabis and n = 4 
for stimulants) and non-normally distributed variables. Differences between baseline 
and post-intervention were calculated with effect sizes (Cohen’s d) as the difference 
between the baseline and post-treatment scores for alcohol users (Cohen, 1992). In 
addition to the analysis with treatment completers, we performed an intention to treat 
(ITT) analysis for alcohol users, using the last observation before dropout. Effect sizes 
of 0.20, 0.50, and 0.80 represent small, medium, and large effects, respectively. Data 
of alcohol, stimulant and cannabis use were plotted.
Ethics
Participants and their direct caregivers were both individually informed by an infor-
mation letter. Active informed consent was used in which participants can refuse to 
participate in the study by email or telephone during the whole study period. The 
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institutional boards of the study site reviewed and approved the study protocol. The 
current study is registered in the ISRCTN-registry with number ISRCTN16797778.
ReSULTS
Demographic data
Fifteen participants (65%) were male. Their ages ranged from 18 to 63 (M = 34.7, SD 
= 11.8), and their IQs ranged from 49 to 83 (full-scale IQ M = 70.7, SD = 7.6). Eleven 
participants has a long history of severe substance use (10 years or more). The mean 
history of substance use of all participants was nearly 12 years (M = 11.9 years, SD = 
10.3, range = 2 to 41 years). Seven participants used more than one type of substance 
(range 1 – 5, tobacco not included) in the last two days before the measurements. Ten 
participants engaged in more than one treatment modalities during the CBT+ program. 
Table 2 lists the gender, age, Full Scale IQ, substance use, and mental health diagno-
ses of each participant.
Pilot group (N=23)
M SD n (%)
Gender (male) 15 (65.2%)
Age 34.65 11.83
Full Scale IQ 70.7 7.56
Number of Substances (without tobacco)
1 substance 16 (69.6%)
2 substances 3 (13.0%)
3 substances 3 (13.0%)
4 substances -
5 substances 1 (4.3%)
Years of use 11.9 10.17
Psychiatric or developmental disorder
Yes 19 (82.6%)
Table 2. Demographic data and substance use
Acceptability
Of the total sample, 16 clients completed the program, including posttreatment follow-
up and the 3 month follow-up assessment. The treatment completers reported high 
satisfaction with the therapy (8.5 on a scale of 1 – 10 with 10 being the highest satisfac-
tion; range 7 - 10). Six participants dropped out of the CBT+ program, on average 
after 7 sessions (range 4-13 sessions). Reasons for drop-out were switch to another 
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treatment modality (n = 1), the change of the therapist during the treatment period (n 
= 1), satisfaction with the treatment outcome at time of drop-out (n = 1) and refusal 
to change their substance use (n = 3). Treatment satisfaction of these six participants 
could not be assessed. One participant was excluded in further analysis because of 
multiple personal problems and discontinued treatment. No differences in gender, 
intellectual functioning, history of substance use, or type of substances are found 
between treatment completers and those who dropped out of the CBT+ program.
Preliminary effectiveness
Table 3 details the substance use outcomes over time. All participants show reductions 
in substance use, as measured by the SumID-Q, at post-treatment and follow-up. 
In order to test the effectiveness of the intervention for alcohol a dependent paired 
t-test was conducted. This test was found to be statistically significant, t (8) = 3.353, 
p < .01 for alcohol. Calculating effect sizes according to Cohen’s method, we found 
significant treatment effects (d = 1.68, r = .64) for alcohol, with a medium to large 
effect size. These results indicate that participants use significant less alcohol in the 
post-treatment period (M = 0.06 units, SD = 0.16) than at baseline (M = 63.89 units, 
SD = 53.85). These treatment effects were substantially lower in an intention to treat 
analysis. There was still a statistically significant decrease of alcohol use from baseline 
(M = 61.38 units, SD = 50.31) to post-treatment (M = 17.19 units, SD = 32.51), t (12) 
= 2.855, p < .05. The mean decrease of alcohol use was 44.19 units with a 95% 
confidence interval ranging from 10.46 to 77.92 units. The eta square statistic (.40) 
indicate a low to medium effect size.
Baseline Posttreatment 3-follow up
n M (SD) Range M (SD) Range M (SD) Range
Alcohol* 9 63.89 (53.85) 0-169 .056 (.16) 0-0.5 .17 (.47) 0-1.5
Cannabis** 5 4 (4.19) 0-12 1.35 (1.95) 0-5 1.2 (1.17) 0-3
Stimulants** 4 4.25 (4.44) 0-10.5 .25 (.43) 0-1 .25 (.43) 0-1
Table 3. Substance use of the treatment completers
* Units per week
** Grams per week
Differences between baseline, post-treatment and follow-up were also seen for stimu-
lant and cannabis users (see figure 1a; 1b & 1c).
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Figure 1a Alcohol use (units per week) 
 
 
 
Figure 1b Stimulants use (grams per week) 
 
 
Figure 1c Cannabis use (grams per week) 
 
Graphs of substance use at baseline, post-treatment and follow-up 
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Graphs of substance use at baseline, post-treatment and follow-up 
 
Figure 1b Stimulants use (grams per week)
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Figure 1b Stimulants use (grams per week) 
 
 
Figure 1c Cannabis use (grams per week) 
 
Graphs of substance use at baseline, post-treatment and follow-up 
 
Figure 1c Cannabis use (grams per week)
Graphs of substance use at baseline, post-treatment and follow-up
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Process evaluation
Participants’ overall view of the CBT+ program (frequency, duration, language etc.).
Most therapists were positive with the fact that the therapy consisted of two ses-
sions per week, although one suggested that it was not feasible to schedule two ses-
sions per week. One respondent said: “You get to know someone very well in a short 
time. And yes, I did like that”. Most clients experienced difficulties in understanding 
during the therapy, since therapists sometimes use “difficult words”. One respondent 
explained: “It sounds like college or university language!”. Although most clients had 
significant problems in understanding some words or parts of the CBT+ protocol, the 
overall understanding was positively rated by the clients.
The role of the confidant
All respondents reported positive views about the role of the confidant. The appear-
ance of the confidant is important to ensure the client feel safe. Further, the confidant 
could clarify difficult situations. One client said: “Very well! My confidant knew when 
I did not understand what the therapist was saying. He explained it to me”. Another 
client said: “We know each other very well. My confidant knows exactly how I feel. I 
know, it sounds crazy. There are a few people who can do this, but he is the only person 
who understands what I really mean”. One client explained the necessity of feeling 
safe: “But I think it’s really important that you have someone you can trust during 
the sessions. The confidant should not write down everything during the sessions. My 
confidant, X, which I really trust, doesn’t do this. If you just take another professional 
attendant, who only does his job and making notes during the sessions, it doesn’t work. 
You don’t trust this person for real.”
The CBT materials
The materials used during the sessions, the workbook and in homework assign-
ments were experienced to be easy and helpful. However, the homework assignments 
themselves were seen as external control; most respondents reported negative views 
about these. “Homework and having an intellectual disability are not compatible!”. The 
use of visual aids was seen as both positive and negative. One respondent explained: 
“In the beginning, I thought it must be a joke! I’m not three years old! But at the end, 
when I did not understand it anymore, they showed me the pictures which were very 
helpful.” Another client stated: “I found those pictures quite childish. So I told this to 
my therapist.”
The treatment exercises
Some exercises were seen as useful by clients, some of the exercises were seen as 
neither necessary nor appropriate. One client responded: “Yes, very well. You can draw 
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your lifeline, so you can see when it went wrong”. Three respondents say about the re-
fusal exercises that this exercise was not relevant for them because they were already 
able to refuse substances (“say no”). One respondent explained that he refused to do 
this exercise :”Because that is like playing theatre. I do not play a role”.
Further comments and suggestions
All participants would recommend the therapy to others with similar problems, 
however the treatment manual did not provide sufficient suggestions for clients who 
were already abstinent at the beginning of the therapy. Further, clients were not always 
motivated to do their homework. Compliance with homework tasks depends on pa-
tients’ attitudes towards homework. Suggestions for improvement were: (1) Alternative 
exercises should be considered for this group and (2) The role of the confidant should 
be more explicit in helping out the client with homework tasks.
DISCUSSIon
This study demonstrates that it is feasible to carry out an individual CBT protocol for 
people with MBID, even within a sample of patients with a (long) history of substance 
use and comorbid psychiatric or developmental disorders. It is encouraging that treat-
ment satisfaction was high among the treatment completers. The majority of these 
participants reported that the service was excellent and there was a high level of com-
mitment to the treatment. Although some factors responsible for drop-out (transport 
difficulties, multiple appointments or personal problems) reported in literature are more 
common among complex and heterogeneous groups as those with MBID and SUD 
(Salmoiraghi & Sambhi, 2010), the drop-out in our study was moderate compared to 
other studies (McHugh et al., 2013; Brorson, Arnevik, Rand-Hendriksen & Duckert, 
2013). More flexibility during the intervention would decrease the drop-out rate. Ef-
fective triage, rather than a “one size fits all” approach, is another important factor to 
decrease drop-out rates (King & Canada, 2004).
Limitations
Given the primary aim to evaluate whether the treatment program was feasible, this 
was a pilot study in a small sample, without control group. Given the sample size and 
the limited data, the results might not be generalizable to other populations; therefore, 
they should be interpreted cautiously. Participants who dropped out of treatment or 
were sober after the treatment were not willing to participate in the 3-months follow-
up. Their treatment satisfaction could therefore not assessed. Although the loss to 
follow up is not unusual (Palmer, Murphy, Piselli & Ball, 2009), the loss to follow up 
104
Chapter 6
causes bias on these results over time. Further, based on the intention to treat analysis 
for alcohol users (with last observation carried forward) we can conclude that there 
was a smaller effect than expected. Another limitation of this study was the determina-
tion of the ID-level of the participants. All IQ-levels were based on the files of the 
clients. Many clients had their last psychological assessment more than two years ago. 
Three clients had a very disharmonic intelligence profile in such way that a full scale 
intelligence profile was not given or relevant. In these situations, the psychologist of 
the client estimated the overall full scale intelligence profile based on the verbal and 
performance potential. However, it would be too burdensome for the clients to undergo 
a renewed intelligence test just for scientific purposes.
Strengths
Firstly, qualitative research in a feasibility study can identify useful insights for further 
development or examination of the CBT+ protocol. Our qualitative data supported us 
to interpret the experiences with the CBT+ protocol in order to improve the feasibility 
and the implications of the results of the quantitative data. Secondly, all therapists 
were experienced in providing CBT. The fact that the treatment were provided by nine 
different therapists from either intellectual disability services or addiction care are ad-
ditional strengths attributable to the present study’s character. Thirdly, we selected 
measures to assess substance use that have been shown to be successful among 
persons with MBID (VanderNagel et al., 2013). Last, the present study also signified 
a successful collaboration between intellectual disability services and addiction care, 
since shared training and feedback possibilities.
Conclusion
This feasibility study is the first step towards evaluating the CBT+ protocol and provides 
preliminary evidence of acceptability and effectiveness. Our results are encouraging 
although future research is needed to investigate further efficacy and acceptability 
for more conclusive evidence. We conducted no sample size calculation as this was 
a feasibility study. Based on the dropout rate, mean and large standard deviation of 
the primary outcome we set a sample size of 90 in a randomised control trial in future 
research as sufficient to examine the efficacy of CBT for this target group.
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Persons with mild to borderline intellectual disability (MBID) have been identified 
as a potential risk group for more severe negative consequences of substance use 
(SU), and substance use disorder (SUD) (Carroll Chapman, 2006). VanderNagel and 
her colleagues (2017) showed that in their Dutch sample almost all participants (n = 
407, 97.1%) had used licit, and almost half of them (n = 208, 49.6%) had used illicit 
substances at least once in their lives. Compared to national data (van Laar & van 
Ooyen-Houben, 2015) the percentages current smokers (62% vs 25%) and current 
users of cannabis (14.6% vs 5%) in their sample of persons with MBID are remarkably 
high. These findings do not stand alone. For instance, among 39 clients with MBID in 
a Dutch inpatient treatment facility, 28% abused alcohol, and 36% illicit drugs (Did-
den, Embregts, van der Toorn & Laarhoven, 2009). Chaplin, Gilvarry and Tsakanikos 
(2011) found that in a psychiatric outpatient facility in South-East London (UK) (n = 
115), 17% of the individuals misused alcohol, 6% cannabis and 3% cocaine. More 
recently, Lin, Balogh, McGarry et. al. (2016) found in their population-based study that 
the prevalence of substance-related and addictive behaviors among adults with intel-
lectual and developmental disabilities in Ontario (Canada) was 6.4% (N=4220), which 
was considerably higher than in many previous studies. However, population-based 
estimates tend to be “the tip of the iceberg” (VanderNagel, Kiewik, Buitelaar & DeJong, 
2011a). Knowledge about these numbers may contribute to an effective prevention 
and targeted treatment of SU(D) in this group.
Therefore, the main aim of this thesis was to focus on prevention and treatment for 
persons with MBID and SUD. We assessed whether a prevention program ‘Prepared 
on time’ was effective in terms of positively influencing substance use knowledge, 
attitudes, and intention not to use or to quit smoking or consuming alcohol among 
adolescents with mild or moderate intellectual disabilities (MMID) and MBID. We also 
examined whether a cognitive behaviour therapy (CBT) was effective in terms of reduc-
ing alcohol consumption or drugs use among a sample of adults with MBID.
This final chapter starts with a brief description of the studies in this thesis, then the 
major findings are summarized, integrated and discussed. The conclusions drawn from 
these findings should be considered in the light of the strengths and limitations of the 
studies. The chapter ends with a general conclusion.
In this research project, we used different methods to examine the efficacy of two 
types of prevention and intervention programs of SU and SUD in individuals with MBID 
or MMID. In the studies reported, various designs (cluster randomized controlled trial, 
pre-/post-intervention pilot study and qualitative) and different methods (self-report 
questionnaires, semi-structured interviews) were used. First, we conducted a literature 
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study to identify different opportunities and obstacles for effective treatment strategies 
(Chapter 2b). Although this review provides information about the needs for the devel-
opment of interventions to meet the specific characteristics of persons with ID, few 
studies between 1980 and 2015 add new insights. In fact, the lack of adequate treat-
ment modalities can be viewed as a “Catch 22 situation”. The appropriate treatment 
for SUD in persons with MBID is unknown and therefore, therapists all have their own 
way to help their clients. As a result, treatment outcome is uncertain or even adverse 
and clients often withdraw from treatment. Finally, therapists can become demoralized 
working with these clients, let alone studying possible new treatment protocols. The 
lack of appropriate treatment might lead to several problems, such as societal exclu-
sion, health related risks or even criminalization. Therefore, we wrote a letter to the 
editor of Addiction, one of the high ranking journals in the field of Substance Related 
Disorders, to plea for an international scientific research agenda and funding to address 
evidence-based tailor-made interventions for SUD in persons with MBID (Chapter 2a).
To identify perceived treatment modalities among staff, we conducted a survey across 
disability services in the Netherlands. We used a semi-structured questionnaire to ask 
staff to provide information on lifetime, current, and problematic substance use among 
their clients and describe policies within their service regarding substance-related 
problems (Chapter 3). Chapter 4 is a cluster randomised controlled trial, to test the 
efficacy of the e-learning program among 12- to 15-year old adolescents with MBID 
in secondary special-needs schools and to examine tobacco and alcohol use for this 
population. In the next chapter (Chapter 5), we conducted a pre-/post-intervention 
pilot study among 12–16-year old adolescents with MMID to examine the lifetime use 
of tobacco and alcohol among this target group and to gain a first impression of the 
efficacy of ‘Prepared on time’ among these adolescents. Chapter 6 is a feasibility study 
that aimed to identify the feasibility of the CBT+ protocol for adults with MBID.
Main findings and interpretations
Past and current status of interventions for persons with SUD and MBID
Chapter 2a is a systematic review among scientific literature between 1980 and 2015 
using Pubmed and Eric searches. We postulated that most interventions on SUD in 
normal populations are not appropriate for people with MBID. After reviewing the exist-
ing literature, it has become clear that substantial and integrated adaptations must 
be considered in order to develop new, potentially effective intervention programs. 
Materials typically used in treatment programs may need to be modified for people 
with ID. The most important adaptations are related to the improvement of the compre-
hensibility of the consequences of substance misuse, and the generalization training 
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designed to support the clients in making the transfer between the intervention and 
real life situations. In practice, adaptations should be made to meet the specific char-
acteristics of clients by changing the content of treatment materials (insert video, role 
playing, visual aids, games), repeating the various topics for a longer period, transfer 
to the daily situation by involving significant others and the alternation of individual and 
group approach.
The literature search for this review was conducted in June 2015. In the past three 
years, new studies have been published in the area of persons with MBID. Yet, in 
many of these studies the number of participants was too low to draw any meaningful 
conclusions. Although Turhan, Onrust, Ten Klooster & Pieterse (2017) included a large 
number of participants in their prevention study on the effectiveness “The Healthy 
School and Drugs program”, especially adapted for secondary special education in 
the Netherlands, this study lacked clear evidence for effects on all outcomes. This 
pilot study even suggests that substance use interventions may need to be targeted 
at different school subtypes, as mainstream prevention programs may have adverse 
effects among students with behavioral difficulties. In sum, it seems that this field of 
prevention and intervention research, even internationally, is still in its infancy.
In order to gain attention of scholars and clinicians in the field of SUD and ID, we wrote 
letter to the editor in Chapter 2b (Kiewik, VanDerNagel, Engels & DeJong, 2017b) about 
the gap between our epidemiological knowledge and the lack of treatment modalities, 
as an epidemiological study on SUD has shown that almost all individuals with ID had 
used alcohol and tobacco at least once in their lives, and a 50% of them had used at 
least once illicit substances (VanDerNagel, 2016).
After this review of the international literature, and our appeal to scholars, policy 
makers and clinicians in the field of SUD and ID, in Chapter 3 we present results 
from our survey among staff members from 39 Dutch intellectual disability services 
(IDS) (VanDerNagel et al, 2011a). We used a semi-structured questionnaire to assess 
staff members’ (n=153) perspective on lifetime, current, and problematic SU among 
their clients, provide illustrative case reports, and describe policies within their service 
regarding substance-related problems. According to the staff from 39 IDS, alcohol use 
was lower than reported in the general population, and the reported percentages of 
problematic drinking seem similar to those found in the general population. Concerning 
cannabis, the rate of problematic use even outnumbered the rate of problematic alco-
hol use in individuals with MBID. However, differences between reported SU between 
the 39 IDS varied to such an extent that establishing population prevalence rates for 
SU in individuals with MBID from these data was not possible. Based on 86 case 
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reports, clients with mild ID (MID) compared with those with borderline ID (BID) used 
more often only alcohol only, and stimulants were used more often by individuals with 
BID. Younger clients more frequently used both cannabis and alcohol, and older clients 
used more often only alcohol. Psychiatric comorbidity and lack of daytime activities 
were highly prevalent among users. Staff noted that substance users face a number of 
psychosocial problems but that they were poorly equipped to meet the users’ needs 
and to affect functional policies.
Prevention
Chapter 4 is a cluster randomized controlled trial among 210 students (mean age = 
13.6) with a borderline or mild ID (Kiewik, VanDerNagel, Kemna, Engels & De Jong, 
2016). The results showed that almost half of the respondents (49.8%) tried a cigarette 
at least once in their lives. Most students tried their first cigarette between the ages 
of 12 and 14 with a peak at age 13, and nearly 6% of the students already tried their 
first cigarette at the age of 10 years or younger. Over half of the respondents in this 
study drank alcohol more than once. About 15% had their first drink at the age of ten 
or younger.
Both the experiment and the control group were asked to complete a questionnaire. 
Two weeks after completing the first questionnaire, participants in the experimental 
group received the program. Participants in the control group received a ‘treatment 
usual’ approach. Three weeks after working with the program, both groups completed 
the follow-up questionnaire. Between group effects were found for modeling smoking 
and alcohol-related knowledge, both in favor of a small but significant effect of the 
intervention. This means that alcohol-related knowledge of students increased after 
the completion of the program and they face less influence of negative modelling of 
their environment. Unfortunately, the intervention ‘Prepared on time’ did not seem to 
change participants’ attitude towards or intention to start smoking and/or drinking. We 
concluded that prevention needs to be implemented at a younger age, since 6% of the 
students tried their first cigarette and 15% of the students drank alcohol at the age 
of 10 years or younger. Furthermore, to be more effective, ‘Prepared on time’ should 
add skills training (eg. refusal skills, social skills), frequent repetition of the didactic 
material (Lawrence, Kerr, Darbyshire, Middleton & Fitzsimmons, 2009), and parental 
involvement (Harakeh, Scholte, Vermulst, deVries & Engels, 2004).
In Chapter 5, we present results from our pre-/post-intervention pilot study with a 
control group comprising 73 students with mild or moderate ID (MMID) from three 
secondary special-needs schools (Kiewik, VanDerNagel, Engels & DeJong, 2017a). 
The goals of this study were (1) to examine the lifetime use of tobacco and alcohol 
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among this target group and (2) to gain a first impression of the efficacy of ‘Prepared on 
time’ – an e-learning program - among 12–16-year old students with MMID. Students 
were assigned to the experimental (e-learning) group (n = 37) or the control group (n 
= 36). Pre-intervention and follow-up data (3 weeks after completion) were gathered 
using semi-structured interviews inquiring about substance use among students with 
MMID and the behavioral determinants of attitude, subjective norm, modelling, inten-
tion, and knowledge. The lifetime tobacco use and alcohol consumption rates in our 
sample were 25% and 59%, respectively. The e-learning program had a positive effect 
on the effect of modelling by classmates and friends. This means that students face 
less influence of negative modelling of their environment. No significant effects were 
found on other behavioral determinants and knowledge.
Treatment
The factors underlying promising effective prevention to prevent substance use or 
delay the onset of substance use (e.g. repetition, the involvement of the important 
others, the use of visual aids and materials etc.) might be the same for treatment of 
SUD. Therefore, we examined the feasibility of a cognitive behavior therapy protocol. 
Cognitive Behavior Therapy-Plus (CBT+) was chosen as intervention strategy because 
it was considered to be a promising method for treating people with ID and SUD (Stott, 
Charlesworth & Scior, 2017). CBT+ was a treatment protocol for persons with MBID 
and SUD (VanderNagel & Kiewik, 2016). As in the original protocol, the CBT+ protocol 
aims to influence the clients’ self-control by increasing their social and refusal skill, 
how to avoid risky situations or to think positively. In order to employ CBT with persons 
with ID, it was first necessary to show whether adaptations in the CBT techniques 
were required. Therefore, the purpose of Chapter 6 was to identify how professionals 
and clients experience the CBT treatment. A feasibility study was conducted in which 
a number of adaptations (e.g. adjustment of the materials, including a client work-
book; change of the structure of the CBT-program by doubling the number of therapy 
sessions and involvement of significant others to support clients outside the therapy 
sessions) were tested underlying the preceding studies. Eligible participants had to be 
over 18 years of age, had mild to borderline ID (IQ score between 50 and 85) (n=23), 
abused substances and did not receive other treatments regarding this behavior. Our 
study showed that the majority of the persons with MBID (69.6 %) completed the treat-
ment. The treatment acceptability of the completers was good, with high participant 
satisfaction (8.5 on a scale of 1 -10). All participants who completed the treatment 
show significantly post treatment reduction in substance use. This study demonstrates 
that it is feasible to carry out CBT for persons with MBID, even within a sample of 
patients with a prolonged history of severe substance use and a significant percent-
age (almost 70%) of comorbid psychiatric disorders. Especially the involvement of 
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significant others by supporting clients outside the sessions will likely enhance positive 
treatment effects. In addition, significant others receive psycho education regarding 
the substance use of their clients as well, which will positively influence their attitude 
towards persons with SUD.
LIMITATIonS AnD STRenGTHS
Although the number of epidemiological publications on SUD in MBID has increased 
significantly (van Duijvenbode, VanderNagel et al., 2015), large scale research on pre-
vention and intervention is still lacking. Our SumID-project is the first attempt to fill this 
gap concerning prevention and treatment of SUD among persons with MBID.
Whereas each chapter dealt with its own particular limitations and strengths, a num-
ber of general remarks will be addressed. A first limitation is the scope of the target 
population of these studies. We only focused on persons with MBID (or MMID in one 
study) and, therefore, the results cannot be generalized to other ID target populations 
such as people with severe ID. A second limitation in most chapters was that the 
number of participants was too small to possibly generalize beyond the context of 
these studies. This is recognizable for other studies in this field. Many potential partici-
pants were not been asked to participate because they were not invited to participate 
by their own therapist or confidants (McDonald, Conroy & Olick, 2016). The group of 
persons with ID is a difficult one to reach for research, because of participant factors 
(interview anxiety, difficulties in understanding the nature of research), the importance 
or time of the researcher (using a personal approach, meeting potential participants 
prior to recruitment) and motivators (enjoyment of the research interview by potential 
participants or confidants) (Nicholson, Colyer & Cooper, 2013). Successful recruitment 
has implications in terms of both time and money. First, researches should note that 
persons with ID may receive incentives as benefits for being in research (McDonald et 
al, 2016). Second, researchers should contact a member of the organization who may 
become a gatekeeper and assist the researcher. The gatekeeper have access to the 
target population (Becker, Roberts, Morrison & Silver, 2004).
A third limitation is the determination of the ID-level of the participants. In all chapters 
of this thesis, reported IQ-levels were based on the files of the clients. Many clients had 
their last psychological assessment more than two years ago. However, it would be 
too burdensome for the clients to undergo a renewed intelligence test just for scientific 
purposes.
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The general strength of our thesis was that all prevention and intervention studies were 
tested in real-life, natural conditions. Although it was for us not possible to control all 
extraneous variables, some findings showed strong relevant associations and patterns 
of findings. The reactions of participants were true indicators of their behavior because 
of the fully realistic situations.
IMPLICATIonS
Scientific implications
The present thesis has several general implications for the scientific progress in this 
area. First, interventions targeted to SUD in persons with MBID need to be further 
developed and thoroughly scrutinized. Studies in larger samples and with strong, or 
more even more methodologically-rigorous designs are needed. Although a random-
ized control trial is preferable above all other study designs, a randomized control 
trial may often not be possible due to logistic, financial or ethical reasons (Hussey & 
Hughes, 2007). Observational studies, like (multiple) single-case designs, are examples 
of more realistic designs (Elliott, 2002). These designs are used in clinical and applied 
areas of psychology and special education. Singe-case, or so called single-subject 
designs have some important advantages in the field of research design, e.g. lower 
cost than group-comparison, multiple measurements at baseline, intervention and 
post-intervention level, and the flexibility to respond to design issues as they arise 
during the study (Kazdin, 2011). Especially in complex and heterogeneous groups 
as those with MBID and/or SUD, the need for flexibility during the intervention can 
be high. Although our drop-out in our CBT+ study was moderate compared to other 
studies (Brorson, Arnevik, Rand-Hendriksen & Duckert, 2013), more flexibility during 
the intervention would decrease the drop-out rate. Effective triage, rather than a “one 
size fits all” approach, is another important factor to decrease drop-out rates (King & 
Canada, 2004).
Further, the applicability and effectiveness of existing pharmacological and psycho-
social interventions should be examined. Although the results of our study into the 
CBT+ protocol seem promising, the next step will be describing a study protocol for 
the enrolment of this study and a RCT study on the treatment effects of the protocol.
Next, screening and assessment in both addiction care and services for people with ID 
and comorbid problems (e.g. psychiatric disorders, somatic or physical problems etc.) 
are still needed. The implementation of the Substance use and misuse in Intellectual 
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Disability – Questionnaire (SumID-Q, VanDerNagel, Kiewik, van Dijk, de Jong & Didden, 
2011b) could be an important step to assess substance use in individuals with MBID.
IMPLICATIonS FoR (CLInICAL) PRACTICe
Finally, the findings from the studies presented in this thesis also have implications for 
(clinical) practice, in terms of education, prevention and interventions.
Education and training
First, staff of intellectual disability centers should be supported by addiction care facili-
ties, and vice versa, to be educated about the specific risks and pitfalls of the treatment 
of and communication with this target group. A diversity of health care professionals 
within the facilities is also critical to meet the needs of clients. Services can be delivered 
by a wide-range of providers including doctors, nurses, nurse practitioners, psycholo-
gists, licensed counselors, care managers, social workers or health educators. Training 
programs for psychologists and medical specialists should include courses on the 
specific characteristics of persons with MBID and SUD, in order to improve treatment 
of this target group in the future. A first step is e.g. the training program for Master in 
Addiction Medicine (MiAM) in the Netherlands, which included nowadays a one-day 
course on persons with MBID and SUD.
Screening and Prevention
Furthermore, screening for SUD in diverse settings for persons with MBID is the first 
step to identifying substance use problems and engaging clients in the appropriate 
level of care. However, screening of SU in persons with MBID is precarious because of 
their limited cognitive capacities or knowledge of substances, and tendency to biased 
responses (VanDerNagel et al., 2011b). Widely used screening instruments, such as 
the AUDIT/DUDIT or CAGE for the general population could therefore be unreliable. 
A solution for this shortcoming is the SumID-Q (VanDerNagel et al., 2011b), a Dutch 
language instrument to assess SU, its risk factors and consequences among persons 
with MBID. It uses strategies to decrease self-report bias, such as (1) a step by step 
non-confrontational approach and attitude, (2) adapted item structure and wording, 
and (3) visual aids (pictures). In addition to screening, educational and preventative 
interventions need to be in place within but not only limited to elementary and second-
ary schools (Kiewik et al., 2016; VanDerNagel et al., 2017). These interventions can be 
provided in a variety of settings (e.g., school clinics, primary care offices or mainstream 
mental health clinics) to persons who have problematic use or mild SUD, by providing 
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information about substance use risks, normal or safe levels of use, and strategies 
to quit or cut down on use and use-related risk behaviors. Further, preventative and 
treatment efforts should not be limited to the use of alcohol and illicit drugs. The use 
of tobacco is associated with severe health issues and has not received the attention 
that is warranted. Facilities for people with intellectual disabilities therefore should 
implement interventions to reduce tobacco consumptions, preferably not only for their 
clients but for staff members (who can be important role models to clients with MBID) 
as well.
Intervention
Develop and implement targeted, adapted and integrated strategies for SUD treatment 
among persons with MBID. This is not only necessary for the Dutch situation, our 
impression through our network of scholars and by reading the very limited body of 
literature, is that this reflects in most Western countries. This is an important message 
to clinicians, since clients with SUD and MBID often receive standardized treatments. 
From a biopsychosocial point of view (Hatton, 2002) this is really a misunderstand-
ing of the special needs of this target group. Moreover, we believe that an integrated 
treatment offer is needed to improve outcome in clients with a combination of MBID 
and SUD. These treatments consist of a portfolio of proven effective substance abuse 
interventions and treatment for persons with MBID (e.g. expressive therapies, adapted 
CBT-strategies etc.), coordinated and provided by the same treatment staff in col-
laboration with addiction care or services for MBID. Although the list is not exhaustive, 
and there is no “one size fits all”-solution (King & Canada, 2004), the portfolio can be 
divided in three main factors:
(1) Treatment process: this will include different ways of treating persons with MBID, 
e.g. individual and group therapy; alternated sessions; including significant others; 
matching between therapist and client;
(2) Treatment content: different activities (expressive therapies, such as creative or 
drama therapy); in vivo sessions; usage of video-feedback; usage of virtual or aug-
mented reality (virtual and augmented reality can prove to become an extension to 
the treatment of clients with MBID and SUD as it provides more practical learning 
opportunities (Hall, Conboy-Hill & Taylor, 2011)); adaptation towards personal char-
acteristics (e.g. age, comorbidity, culture);
(3) Treatment materials: simplification of the materials; adapted language or examples; 
usage of pictures or drawings.
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Financial and organizational change
Education & collaboration also means that financial structures must be synchronized 
to generate temporarily double benefits. This means that a client could be referred 
to an addiction medicine clinic for a few months, without losing his place in for sup-
portive living. Similarly, while ID services may struggle to motivate those with SUD for 
behavioural change or acceptance of addiction treatment, addiction treatment facilities 
fail to provide programs that are suitable for those with ID. The co-occurrence of SUD 
and MBID thus calls for close collaboration between the two types of services, both 
in daily care and in scientific research. Collaboration is essential in order to anticipate 
quickly on the the biological, psychological and social aspects of SUD and MBID, to 
develop interventions with various intensities and durations.
Since 2014, alcohol and tobacco may not be sold to individuals under 18 years of age 
in the Netherlands. Although legislation will not prevent all adolescents (either with or 
without MBID) to use substances, a clear societal statement may contribute to less SU 
in future generations. ‘A smoke-free generation’ is nowadays a common statement in 
the press in the Netherlands (see https://rookvrijegeneratie.nl/, a Dutch website), which 
means that the next generation should be raised in a smoke-free context, without 
contact with smoking others or the sale of smoking-related products. Further, orga-
nizations for persons with MBID and/or SUD should develop a smoke-free policy for 
both clients and employees.
Consequences for municipalities
Since January 2015, municipalities in the Netherlands have acquired important tasks 
in a few broad domains of social service provision. They became responsible for all 
youth care services, ranging from universal and preventive services to highly special-
ized care. Yet, the decentralization of social policy has led to disconnected range of 
youth health care (Jeugdverslavingszorg in beeld, 2017). In many addiction services, 
youth heath care has become part of the general addiction services, which means that 
knowledge about prevention on primary and secondary schools is scattered.
Further, municipalities also acquired an important role in the assistance of people 
with mental health problems in their home environment. Nonetheless, quality of care 
seems not yet a leading principle in the negotiation process with care providers (Ver-
meulen, 2015), the focus of which is mostly on price and volume since municipalities 
are responsible for their own budget. Persons with MBID and SUD do not profit from 
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short-term solutions, since both MBID and SUD can be seen as a chronic condition. 
We would recommend long-term solutions by providing long-term professional care.
Clients such as B illustrate how treatments can be more effective for individuals with 
MBID when assessment and methods are tailored to their needs and capacities.
General conclusions
The aim of the current thesis was to explore a prevention and a treatment modality 
for persons with MBID and SUD. This research project has extended our knowledge 
on prevention and intervention among persons with MBID and SUD. Because of the 
distinct needs of clients with MBID, prevention and intervention modalities should add 
skill training (refusal skills, social skills), repetition of the didactic material and more 
involvement of significant others. Further, the use of new techniques such as virtual 
reality and augmented reality in treatment sessions should be assessed.
Case B.
Bill is a 28-year-old man with a mild intellectual disability, with a history of severe 
substance use since his 15th. The last five years he daily used alcohol and cannabis. 
When he was 18, he left home and lived alternately with friends or was homeless. 
He was 21 when he was arrested for entering an apartment without consent and 
attacking his victim. Bill is convicted of burglary and aggravated assault. After a few 
months, he was leaving prison and must report to a parole office. Bill meets with 
his assigned agent within 5 days to develop a supervision plan which addresses 
Bill’s risks for reoffending and his needs to help him be successful on parole. One of 
the conditions was the placement in a inpatient drug and alcohol treatment facility. 
During the screening at the addiction care center, he understood all questions. The 
psychologist used an adapted referral intake procedure. After the screening, Bill was 
referred for inpatient detoxification, where his assigned agent kept contact with him. 
After detoxification, Bill was placed in a long-term residential treatment program. 
During his stay, he received several adapted interventions, like Cognitive Behavior 
Therapy-Plus, relaxation therapy and expressive therapy. A few weeks before ending 
his treatment, his assigned agent started to search for opportunity for supportive 
housing after his stay. Treatment continued in ongoing after-care programs. The 
attendants of the supportive housing played a key role in recovery through many 
roles that included providing continuity of general medical care, coordinating Bill’s 
various care specialties and services involved, and providing SUD follow-up care to 
detect relapse and providing support through referral and collaborative care.
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A1 SUMMARy In DUTCH
Personen met en lichte verstandelijke beperking of zwakbegaafdheid (IQ tussen 50 en 
85, in het Nederlands kortweg LVB genoemd) worden gezien als een risicogroep ten 
aanzien van middelengebruik en de consequenties van gebruik, zoals het ontwikkelen 
van een stoornis in het gebruik van middelen (Carrol Chapman, 2006). Uit onderzoek 
van VanderNagel en haar collega’s (2017) kwam naar voren dat vrijwel alle deelnemers 
uit een Nederlandse steekproef wel eens legale middelen hebben gebruikt (n = 407, 
97.1%) en dat bijna de helft ooit ook wel eens illegale middelen hebben gebruikt (n = 
208, 49.6%). Vergeleken met nationale cijfers (van Laar & van Ooyen-Houben, 2015) 
blijken mensen met een LVB vaker te roken (62% vs 25%) en vaker cannabis te ge-
bruiken (14.6% vs 5%). Deze bevindingen staan niet op zichzelf. In bijvoorbeeld een 
onderzoek onder 39 cliënten met een LVB in een Nederlandse behandelkliniek blijkt 
28% van de cliënten alcohol te misbruiken en 36% illegale middelen te gebruiken 
(Didden, Embregts, van der Toorn & Laarhoven, 2009). In een onderzoek van Chaplin, 
Gilvarry en Tsakanikos (2011) in een psychiatrische ambulante kliniek in Zuid-Oost 
Londen (UK) kwam naar voren dat 17% van de patiënten aldaar alcohol misbruikten, 
6% cannabis en 3% cocaïne. Uit recenter (bevolkings)onderzoek van Lin, Balogh, Mc-
Garry et al. (2016) bleek de prevalentie van verslavingsgedrag onder volwassenen met 
een LVB en ontwikkelingsstoornissen in Ontario (Canada) op 6.4% (N=4220) te liggen, 
wat aanzienlijk hoger lag dan uit voorgaande onderzoeken. Zulke (bevolkings)onder-
zoeken lijken echter slechts “het topje van de ijsberg” te zijn (VanderNagel, Kiewik, 
Buitelaar & DeJong, 2011a). Meer kennis over de exacte aantallen zal uiteindelijk dan 
ook bijdragen aan het (onderzoek naar het) verbeteren van effectieve preventie en 
behandeling van problematisch middelengebruik voor deze doelgroep.
De belangrijkste focus van dit proefschrift lag op de preventie en behandeling van 
middelenmisbruik en verslaving bij mensen met een LVB. We hebben onderzocht in ho-
everre een preventie programma “Op tijd voorbereid” effectief is wat betreft het positief 
beïnvloeden van de kennis over middelen, attitude ten aanzien van middelengebruik en 
de intentie om nooit alcohol of tabak te gaan gebruiken (of de intentie om te stoppen 
met het gebruik van alcohol en tabak indien de jongere al alcohol en tabak gebruikte) 
bij jongeren met een LVB en een matige verstandelijke beperking (MVG; IQ range 35 
– 50). Tevens hebben we een protocol voor cognitieve gedragstherapie onderzocht in 
hoeverre deze therapie effectief zou zijn in het terugdringen van alcohol consumptie en 
drugsgebruik bij een steekproef onder volwassenen met een LVB.
Dit laatste hoofdstuk begint met een korte beschrijving van de diverse onderzoeken 
in dit proefschrift, waarna de belangrijkste bevindingen worden samengevat en bedis-
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cussieerd. Vervolgens worden de beperkingen en de sterke punten van de onderzoeken 
tegen het licht gehouden. Dit hoofdstuk sluit af met een algehele conclusie.
In dit onderzoeksproject hebben we gebruik gemaakt van verschillende onderzoeks-
methodes om zo de effectiviteit van een preventie- en behandelprogramma voor 
mensen met een LVB (of MVG) en verslavingsproblematiek te onderzoeken. We hebben 
hierbij verscheidene onderzoeksdesigns (geclusterd gerandomiseerd onderzoek, een 
pilot met een voor- en nameting en kwalitatief onderzoek) en verschillende methodes 
van onderzoek (vragenlijsten en semigestructureerde interviews) gebruikt.
In hoofdstuk 2b hebben we een literatuur onderzoek uitgevoerd om zo verschillende 
barrières en mogelijkheden voor effectieve behandelstrategieën te identificeren. Al-
hoewel dit onderzoek informatie oplevert over de behoefte aan de ontwikkeling van 
aangepaste behandelingen voor mensen LVB, boden weinig onderzoeken gepubliceerd 
tussen 1980 en 2015 ons nieuwe inzichten. Feitelijk kan het gebrek aan adequate 
behandelmogelijkheden gezien worden als een “Catch 22 situatie”. Bij gebrek aan een 
geschikte, passende behandelvorm zal een therapeut op eigen initiatief of op eigen 
inzicht de cliënt gaan behandelen. Mogelijk is de behandelvorm die de therapeut kiest 
niet de meest aangewezen behandelvorm, wat kan leiden tot bijvoorbeeld vroegtijdige 
uitval van de cliënt of het ontbreken van enig behandelresultaat. De therapeut kan hier-
door de behandeling staken en zal mogelijk minder snel geneigd zijn om deel te nemen 
aan bijvoorbeeld onderzoek naar behandelvormen voor deze doelgroep. Uiteindelijk zal 
het gebrek aan passende behandelingen kunnen leiden tot verscheidene problemen bij 
cliënten en hun systeem, zoals sociale exclusie, gezondheidsproblemen en mogelijk 
zelf criminalisering. Daarom hebben we, op basis van deze bevindingen, een brief aan 
de editor van het tijdschrift Addiction, geschreven. In deze brief deden wij een pleidooi 
voor een internationale onderzoeksagenda en fondsen om zo aangepaste of geschikt 
gemaakte behandelingen voor mensen met een LVB en verslavingsproblematiek te 
ontwikkelen (hoofdstuk 2a).
Om de mening van begeleiders over behandelmogelijkheden te onderzoeken, hebben 
wij een enquête uitgezet onder alle instellingen die zorg bieden aan mensen met een 
LVB in Nederland. We hebben hiervoor een semigestructureerde vragenlijst gebruikt 
om zo informatie te verkrijgen over het middelengebruik (ooit gebruik, recent gebruik 
en/of problematisch gebruik) van cliënten. Daarnaast hebben we het beleid ten aan-
zien van middelengebruik bij cliënten van de instellingen uitgevraagd (hoofdstuk 3). 
Hoofdstuk 4 is een geclusterd gerandomiseerd onderzoek om de effectiviteit van een 
e-learning programma onder 12 tot en met 15-jarige jongeren met een LVB in het voort-
gezet speciaal onderwijs te onderzoeken. Tevens onderzochten wij het alcohol- en 
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tabaksgebruik onder deze jongeren. In het volgende hoofdstuk (hoofdstuk 5) hebben 
we een pilot onderzoek met een voor- en nameting uitgevoerd onder jongeren tussen 
de 12 en 16 jaar oud met een lichte tot matige verstandelijke beperking. In dit pilot 
onderzoek hebben het recente of eenmalige gebruik van alcohol en tabak onderzocht 
en hebben we het preventieprogramma “Op tijd voorbereid” op effectiviteit onderzoek 
bij deze doelgroep. Tot slot, hoofdstuk 6 is een onderzoek naar de haalbaarheid van 
een protocol voor cognitieve gedragstherapie voor volwassenen met een LVB en ver-
slavingsproblemen.
Belangrijkste bevindingen
De vroegere en huidige situatie van interventies voor mensen met een LVB en prob-
lematisch middelengebruik.
Hoofdstuk 2a is een systematische review van wetenschappelijke literatuur gepub-
liceerd tussen 1980 en 2015 waarbij we gebruik hebben gemaakt van zoekmachines 
zoals Pubmed en Eric searches. We stellen hierbij dat de meeste interventies voor 
problematisch middelengebruik bij de algehele populatie niet geschikt zal zijn voor 
mensen met een LVB. Na het reviewen van de bestaande literatuur werd duidelijk 
dat substantiële aanpassingen noodzakelijk zijn om zo nieuwe, mogelijk effectievere 
interventies voor mensen met een LVB te ontwikkelen. De twee belangrijkste aanpass-
ingen hebben betrekking op de begrijpbaarheid van het behandelprotocol zelf en de 
generalisatie tussen de behandeling en het dagelijks leven. In de praktijk betekent 
dit dat er aanpassingen gedaan moeten worden op het gebied van de inhoud van de 
materialen van de behandeling (het gebruik maken van video, rollenspel, visuele hulp-
middelen en spelletjes), het herhalen van de verschillende onderwerpen gedurende 
een langere periode, de transfer naar de dagelijkse situatie door het betrekken van een 
belangrijke ander uit het leven van de cliënt en de mogelijkheid om te wisselen tussen 
een groepsgewijze of een individuele aanpak.
Het reviewen van de literatuur is in juni 2015 uitgevoerd. In de afgelopen 3 jaar zijn 
er echter enkele nieuwe studies gepubliceerd over mensen met een LVB en prob-
lematisch middelengebruik. Over het algemeen zijn dit ook onderzoeken waarbij het 
aantal proefpersonen vrij klein is. Turhan, Onrust, Ten Klooster & Pieterse (2017) heb-
ben daarentegen een groot aantal proefpersonen kunnen includeren in hun preventie 
onderzoek naar de effectiviteit van het preventieprogramma “De gezonde school en 
genotmiddelen”. Dit preventieprogramma was aangepast voor het voortgezet speciaal 
onderwijs in Nederland. Het onderzoek liet echter zien dat men geen bewijs vond voor 
enige effectiviteit. Sterker nog, de onderzoekers suggereren zelfs dat het preventiepro-
gramma aangepast zal moeten worden aan de diverse vormen van het voortgezet spe-
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ciaal onderwijs (Cluster 1 t/m 4 onderwijs), omdat het reguliere preventieprogramma 
averechtse effecten liet zien bij leerlingen met gedragsproblemen. Concluderend staat 
ook onderzoek naar preventieprogramma’s binnen het speciaal onderwijs nog in de 
kinderschoenen.
Om meer aandacht te vragen van opleiders, beleidsmakers en clinici in het veld van 
problematisch middelengebruik en verstandelijke beperkingen, hebben we een brief 
over de kloof tussen de wetenschappelijke epidemiologische kennis en het gebrek 
aan behandelmogelijkheden naar de editor van het tijdschrift “Addiction” geschreven 
(Hoofdstuk 2b; Kiewik, VanDerNagel, Engels & DeJong, 2017b). Epidemiologisch 
onderzoek naar problematisch middelengebruik laat zien dat vrijwel alle personen met 
een LVB minstens in hun leven alcohol en tabak hebben gebruikt en bijna de helft van 
hen minstens eenmaal in hun leven ook illegale middelen heeft gebruikt (VanDerNagel, 
2016).
Na onze review en onze oproep aan opleiders, beleidsmakers en clinici in het veld 
van problematisch middelengebruik en verstandelijke beperkingen, presenteren we in 
hoofdstuk 3 de resultaten van een enquête onder medewerkers van 39 Nederlandse 
instellingen voor mensen met een verstandelijke beperking (VanDerNagel et al, 2011a). 
We hebben hiervoor een semigestructureerde vragenlijst gebruikt om het perspectief 
van 153 medewerkers op het middelengebruik van cliënten te beschrijven. Tevens 
hebben we gevraagd om casuïstiek en het middelenbeleid van de instelling te bes-
chrijven. Volgens de medewerkers van 39 instellingen was het alcoholgebruik onder 
cliënten lager dan de schattingen binnen de algehele populatie. Daarnaast waren de 
geschatte percentages van problematisch alcoholgebruik vergelijkbaar met die van de 
algehele populatie. Cannabis wordt echter gezien als een groter probleem, waarbij de 
genoemde aantallen zelfs hoger uitkomt dan de aantallen die genoemd worden ron-
dom problematisch alcoholgebruik. De verschillen tussen de instellingen waren echter 
zo groot, dat het niet mogelijk was om een betrouwbare schatting te maken van het 
algehele middelengebruik van mensen met een LVB. Gebaseerd op 86 casuïstieken, 
blijken mensen met een LVB (IQ 50 – 70) voornamelijk alleen alcohol te gebruiken en 
mensen met zwakbegaafdheid wat vaker stimulantia (cocaïne, amfetamine en XTC). 
Jongere cliënten lijken vaker zowel cannabis als alcohol te gebruiken, terwijl oudere 
cliënten hoofdzakelijk alleen alcohol gebruiken. Zowel psychiatrische comorbiditeit als 
het gebrek aan een vorm van dagbesteding lijken vaker voor te komen onder gebrui-
kende cliënten. Medewerkers herkennen tal van psychosociale problemen bij mensen 
met een LVB en problematisch middelengebruik, maar voelen zichzelf onvoldoende 
bekwaam om deze problemen goed te kunnen begeleiden.
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Preventie
Onderzoek naar gebruik en misbruik van alcohol en drugs onder jongeren met een 
verstandelijke beperking staat nog in de kinderschoenen. Het e-learning programma 
‘Op tijd voorbereid’ is ontwikkeld voor gebruik in groep 7 & 8 van het reguliere ba-
sisonderwijs. Het heeft als doel om te voorkomen dat jongeren beginnen met het 
gebruiken van tabak en alcohol. Daarnaast probeert ‘Op tijd voorbereid’ de attitudes 
van de leerlingen te veranderen, de intentie om te gaan gebruiken te verlagen en hun 
zelfeffectiviteit te verhogen. In ons geclusterd gerandomiseerd onderzoek onder 210 
leerlingen (gemiddelde leeftijd = 13.6 jaar) met een LVB of zwakbegaafdheid (Kiewik, 
VanDerNagel, Kemna, Engels, & De Jong, 2016) onderzochten we de toepassing van 
‘Op tijd voorbereid’ onder jongeren in klas 1 en 2 van het praktijkonderwijs (hoofdstuk 
4). Dit onderzoek was tweeledig opgezet. Aan de ene kant gaf het informatie over het 
(actuele) gebruik van tabak en alcohol onder deze jongeren. Daarnaast is er gekeken 
naar de bruikbaarheid en effectiviteit van ‘Op tijd voorbereid’ binnen deze doelgroep. 
In totaal hebben 5 praktijkscholen meegewerkt, met in totaal 210 jongeren die allen 
een vragenlijst hebben ingevuld over hun gedrag en gebruik. Vervolgens hebben 93 
jongeren (de experimentgroep) gewerkt met ‘Op tijd voorbereid’. Drie weken na afloop 
hebben deze jongeren opnieuw een vragenlijst ingevuld, zowel over hun gedrag en ge-
bruik alsmede over hun bevindingen van ‘Op tijd voorbereid’. De overige 117 jongeren 
(de controlegroep) hebben op hetzelfde moment ook een vragenlijst ingevuld over hun 
gedrag en gebruik. Uit het onderzoek blijkt dat een grote groep van de jongeren, in de 
leeftijd tussen 11 en 15 jaar, al eens gerookt heeft (49%) en alcohol heeft gedronken 
(75%). Het percentage rokende en drinkende jongeren tussen de 11 en 15 jaar binnen 
het praktijkonderwijs is significant hoger in vergelijking met het landelijk gemiddelde. 
Daarbij komt dat bijna 10% van de groep die al eens gedronken heeft soms meer dan 
7 glazen per keer drinkt (binge drinking). Het bleek dat 15% van de jongeren voor hun 
10e levensjaar wel eens alcohol heeft gedronken en 6% van deze jongeren voor hun 10e 
levensjaar wel eens heeft gerookt.
Alhoewel de studenten goed in staat waren om met het e-learning programma te 
werken, verbeterde ‘Op tijd voorbereid’ alleen de kennis over alcohol significant. 
Ook de negatieve invloed van rokende familieleden en vrienden als rolmodellen werd 
significant minder. Mogelijk keken de jongeren negatiever aan tegen het roken van 
familieleden en vrienden. ‘Op tijd voorbereid’ had echter geen invloed op de attitude, 
de intentie om te stoppen (voor rokers en drinkers) of juist nooit te beginnen (voor 
niet-gebruikers), de subjectieve norm, de ervaren groepsdruk, sociale steun en zelfef-
fectiviteit. De resultaten van dit onderzoek laten zien dat het gebruik van tabak en 
alcohol hoog is onder jongeren tussen de 11 en 15 jaar van het Praktijkonderwijs. Het 
is dan ook van belang om een goed preventieprogramma te ontwikkelen voor deze 
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kwetsbare doelgroep door bijvoorbeeld vaardigheidstrainingen, meer herhaling van het 
didactische materiaal (Lawrence, Kerr, Darbyshire, Middleton & Fitzsimmons, 2009) en 
het betrekken van ouders/verzorgers (Harakeh, Scholte, Vermulst, deVries & Engels, 
2004).
In hoofdstuk 5 presenteren we de resultaten van onze pilot studie met voor- en 
nameting onder 73 leerlingen met een matige tot lichte verstandelijke beperking van 
drie scholen (cluster 3-onderwijs) (Kiewik, VanDerNagel, Engels & DeJong, 2017a). Dit 
onderzoek had zowel als doel om (1) de mate van het alcohol en tabaksgebruik van 
deze leerlingen tussen de 12 en 16 jaar te onderzoeken en (2) een eerste indruk te 
krijgen van de effectiviteit van “Op tijd voorbereid” bij deze doelgroep. De leerlingen 
werden ingedeeld in een interventiegroep (e-learning, n = 37) of een controle groep (n 
= 36). De effectiviteit van het e-learning programma “Op tijd voorbereid” werd gemeten 
op de gedragsdeterminanten attitude, sociale invloed (subjectieve norm, modeling, so-
ciale druk), intentie en kennis. De prevalentie en frequentie van roken en alcohol werd 
gemeten naar aanleiding van het rookgedrag en alcoholgebruik van de leerlingen. De 
leerlingen in de interventiegroep hebben naast het invullen van de twee vragenlijsten 
ook deelgenomen aan het e-learning programma en hebben een vragenlijst ingevuld 
over de bruikbaarheid van dit programma. Uit het onderzoek blijkt dat de prevalentie 
van roken (25%) en het gebruik van alcohol (59,4%) onder deze jongeren lager ligt 
dan de prevalentiecijfers in nationaal en internationaal onderzoek onder jongeren. Het 
programma verkleinde significant de negatieve invloed van rokende klasgenoten en 
vrienden als rolmodellen. Er waren echter geen significante effecten waarneembaar 
ten aanzien van de gedragsdeterminanten attitude, subjectieve norm, kennis, sociale 
druk en intentie. De leerlingen beoordeelden het e-learning programma als goed, leuk 
en interessant.
Volgens dit onderzoek is e-learning een geschikte methodiek om in te zetten als pre-
ventiemiddel bij jongeren met een matige tot licht verstandelijke beperking. Aanbevel-
ing is om het programma af te stemmen op het leerpotentieel van de doelgroep, door 
het te vereenvoudigen en meer gebruik te maken van verbale ondersteuning.
Behandeling
De factoren die kunnen bijdragen aan de mate van effectiviteit van preventie van 
problematisch middelengebruik bij mensen met een LVB (bijvoorbeeld herhaling, 
het betrekken van belangrijke anderen zoals ouders, het gebruik van visuele plaatjes 
etc.) zouden ook van toepassing kunnen zijn op de behandeling van problematische 
middelengebruik. Daarom hebben we een haalbaarheidsonderzoek gedaan naar 
een protocol voor cognitieve gedragstherapie (CGT). CGT lijkt een veelbelovende 
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behandelstrategie voor mensen met een LVB en problematisch middelengebruik 
(Stott, Charlesworth & Scior, 2017). Cognitieve Gedragstherapie-Plus, kortweg CGT+ 
genoemd, is een aangepaste versie van een protocol voor mensen zonder een ver-
standelijke beperking (VanderNagel & Kiewik, 2016). CGT+ tracht de zelfcontrole bij 
cliënten positief te beïnvloeden door het verbeteren van hun sociale vaardigheden en 
weerbaarheid, door het vermijden van risicovolle situaties of om positiever te leren 
denken. Om te bezien of deze behandelmethode daadwerkelijk bruikbaar wordt geacht 
voor mensen met een LVB (50<IQ<85) en problematisch middelengebruik, hebben we 
een haalbaarheidsstudie uitgevoerd onder 23 cliënten (hoofdstuk 6). De aanpassingen 
die gedaan waren in het CGT+ behandelprotocol waren bijvoorbeeld de aanpassing 
in materiaal (minder teksten, makkelijke teksten, meer plaatjes, het gebruik van een 
werkboek voor cliënten) en de structuur van de behandeling (het verdubbelen van 
het aantal sessies en het betrekken van belangrijke anderen van de cliënt als vertrou-
wenspersonen). Deelnemers van het onderzoek waren 18 jaar of ouder, hadden een 
LVB, waren bekend met jarenlang problematisch middelengebruik en volgden op dat 
moment geen andere behandeling voor hun middelengebruik. Uit ons onderzoek bleek 
dat bijna 70% van de proefpersonen de behandeling afrondden. De behandeling werd 
als goed beoordeeld door diegene die de behandeling hadden afgemaakt (een score 
van 8.5 op een schaal van 1 tot 10). Alle cliënten die hun behandeling afmaakten lieten 
een significante daling in gebruik zien. Dit onderzoek bewijst dat het goed mogelijk 
is om deze behandeling uit de voeren bij deze cliënten, ondanks het feit dat deze 
cliënten soms een lange voorgeschiedenis van middelenmisbruik hadden en in bijna 
70% van de gevallen ook psychiatrische problemen kenden. Vooral het betrekken van 
de belangrijke ander is een belangrijke factor in de mate van effectiviteit van CGT.
Beperkingen en sterke punten
Alhoewel de laatste jaren steeds meer onderzoek wordt gedaan naar het problema-
tisch middelengebruik onder mensen met een LVB, is onderzoek naar preventie en 
behandeling nog altijd beperkt (van Duijvenbode, Van der Nagel et al., 2015). Ons 
SumID-project is één van de eerste pogingen om hier verandering in te brengen.
Elk hoofdstuk in dit proefschrift heeft zo zijn eigen beperkingen en sterke kanten. Toch 
zijn er ook algemene opmerkingen te maken. Een eerste beperking van de onder-
zoeken in dit proefschrift betreft de beperkte focus op één bepaalde doelgroep. We 
hebben ons hoofdzakelijk gefocust op mensen met een LVB (en in één onderzoek ook 
mensen met een matige verstandelijke beperking) die bekend waren binnen de zorg. 
De resultaten kunnen dus niet zondermeer worden geïnterpreteerd voor alle mensen 
met een verstandelijke beperking (dus ook met een ernstige of diepe verstandelijke 
beperking) of voor mensen met een LVB die niet in zorg zijn. Een tweede beperking van 
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de meeste onderzoeken in dit proefschrift zijn de relatieve kleine onderzoeksgroepen. 
Dit blijkt regelmatig voor te komen binnen dit onderzoeksveld. Een reden hiervoor kan 
zijn dat mensen met een LVB minder vaak worden gevraagd om deel te nemen in een 
wetenschappelijk onderzoek (McDonald, Conroy & Olick, 2016). Ook blijkt men deze 
groep minder goed te kunnen bereiken voor onderzoek, vanwege individuele factoren 
(zoals angst voor interviews, moeilijkheden in het snappen van de aard van het onder-
zoek), de tijd die de onderzoeker investeert in het bereiken van deze doelgroep (zoals 
persoonlijke aanpak, het ontmoeten van potentiële proefpersonen) of motiverende 
factoren (zoals het leuk vinden om mee te doen) (Nicholson, Colyer & Cooper, 2013). 
Succesvolle werving van proefpersonen kost geld en tijd. Daarom moeten onderzoek-
ers rekening houden met bijvoorbeeld het feit dat mensen met een verstandelijke 
beperking graag een beloning zien voor hun participatie (McDonald et al, 2016). Ook 
zouden onderzoekers een eerste aanspreekpunt binnen de organisatie moeten hebben 
om zodoende betere toegang te hebben bij de cliënten van zo’n organisatie (Becker, 
Roberts, Morrison & Silver, 2004). Een derde beperking van de onderzoeken uit dit 
proefschrift blijkt de IQ-bepalingen van de proefpersonen te zijn. Alle hoofdstukken 
maken gebruik van IQ-bepalingen voorkomend uit het (electronisch) cliëntendossier. 
Bij veel cliënten was hun laatste IQ-test echter meer dan twee jaar geleden. Het zou 
echter te belastend zijn voor de cliënten om een nieuwe IQ-test te moeten ondergaan 
vanwege onderzoeksdoeleinden.
Een sterk punt van dit proefschrift is het feit dat alle onderzoeken zijn uitgevoerd in 
situaties van het dagelijks leven. Alhoewel het dus voor ons niet mogelijk was om 
alle externe variabelen onder controle te houden, lieten sommige resultaten tot 
sterke verbanden of patronen zien. De reacties van de proefpersonen kunnen dan ook 
waarschijnlijk gezien worden als natuurlijk, alledaags gedrag.
IMPLICATIeS
Wetenschappelijke implicaties
Daarnaast doen we enkele suggesties voor toekomstig onderzoek en de implicaties 
voor de praktijk. Behandelingen gericht op problematisch middelengebruik bij mensen 
met een LVB zal verder moeten worden ontwikkeld en onderzocht door gebruik te 
maken van grotere onderzoeksgroepen en betere statistische methoden. Alhoewel ge-
randomiseerde onderzoeken de voorkeur verdienen en eigenlijk worden gezien als “de 
gouden standaard”, zal het niet altijd mogelijk zijn om een gerandomiseerd onderzoek 
uit te voeren vanwege logistieke, financiële of ethische vraagstukken (Hussey & Hughes, 
2007). Experimentele, observationele onderzoeken, zoals multiple n = 1 studies, zijn 
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goede voorbeelden van realistische onderzoeksdesigns (Elliott, 2002). Deze designs 
worden regelmatig gebruikt in klinische en toepaste onderzoeksgebieden binnen de 
psychologie en speciaal onderwijs. Deze n = 1 studies kennen een aantal belangrijke 
voordelen, zoals de lagere kosten dan bij de vergelijking van groepen, meervoudige 
meetmomenten vooraf, tijdens en na het uitvoeren van de behandeling en een grotere 
flexibiliteit om te reageren op onverwachte situaties tijdens het onderzoek (Kazdin, 
2011). Vooral bij complexe en heterogene onderzoeksgroepen zoals bij mensen met 
een LVB en/of problematisch middelengebruik kan het noodzakelijk zijn om flexibel te 
kunnen zijn tijdens de behandeling. Alhoewel onze uitval (drop-out) in ons onderzoek 
naar het CGT+-protocol gemiddeld was vergeleken met andere onderzoeken (Brorson, 
Arnevik, Rand-Hendriksen & Duckert, 2013), zal meer flexibiliteit tijdens de behandel-
ing mogelijk kunnen leiden naar een lagere mate van vroegtijdige uitval (drop-out). 
Effectievere triage, in plaats van “one size fits all-benadering”, is tevens een manier 
om de mate van uitval tijdens de behandeling te verminderen (King & Canada, 2004).
Verder zullen de toepasbaarheid en mate van effectiviteit van farmacologische en 
psychosociale behandelingen moeten worden onderzocht. De resultaten van ons 
onderzoek naar het CGT+-protocol lijken dan weliswaar hoopgevend, de volgende 
stap zal dan ook het beschrijven van een onderzoeksprotocol en een gerandomiseerd 
onderzoek zijn.
Daarnaast blijft ook een goede screening en onderzoek (bijvoorbeeld naar psychia-
trische, somatische en fysieke problemen) in zowel de verslavingszorg als de gehandi-
captenzorg noodzakelijk blijven. De implementatie van de Substance use and misuse 
in Intellectual Disability – Questionnaire (SumID-Q, VanDerNagel, Kiewik, van Dijk, de 
Jong & Didden, 2011b) is daarbij een belangrijke stap om middelengebruik bij mensen 
met een LVB te onderzoeken.
Implicaties voor de (klinische) praktijk
Tot slot hebben de resultaten uit dit proefschrift ook implicaties voor de (klinische) 
praktijk.
Onderwijs en opleiding
Het is van belang dat medewerkers uit de gehandicaptenzorg worden ondersteund 
door medewerkers uit de verslavingszorg en vice versa als het gaat over het omgaan, 
begeleiden en behandelen van mensen met een LVB en problematisch middelenge-
bruik. Het werken met een multidisciplinair team, zoals artsen, verpleegkundigen, 
verpleegkundig specialisten, psychologen, maatschappelijk werkers, begeleiders en 
gezondheidsvoorlichters zullen noodzakelijk zijn om deze doelgroep goed te kunnen 
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behandelen. Ook zullen opleidingen voor psychologen en medisch specialisten oplei-
dingsdagen moeten bevatten waarin de specifieke kenmerken van mensen met een 
LVB en problematisch middelengebruik aan bod komen. Een eerste stap in de goede 
richting is bijvoorbeeld het opleidingsprogramma Master in Addiction Medicine (MiAM) 
in Nederland, waarbij er tegenwoordig aandacht wordt besteed aan mensen met een 
LVB en problematisch middelengebruik.
Screening en preventie
Screening naar problematisch middelengebruik in diverse instellingen voor mensen 
met een LVB is de eerste stap naar het onderkennen van middelen gerelateerde proble-
men en het toewijzen van de juiste hulp. Het blijkt dat het screenen naar problematisch 
middelengebruik niet altijd even gemakkelijk is, vanwege de beperkte cognitieve capa-
citeiten van de cliënten of hun gebrekkige kennis over middelen. Ook hebben mensen 
met een LVB de neiging om sociaal wenselijke antwoorden te geven (VanDerNagel et al, 
2011b). Algemeen gebruikte screeningsinstrumenten, zoals de AUDIT, de DUDIT of de 
CAGE zijn hierdoor minder betrouwbaar voor deze doelgroep. Een oplossing hiervoor 
is de toepassing van de SumID-Q (VanDerNagel et al., 2011b), een Nederlandstalig 
screeningsinstrument naar middelengebruik, de risicofactoren en consequenties van 
middelengebruik bij mensen met een LVB. Dit instrument maakt gebruik van strat-
egieën om sociaal wenselijke antwoorden te vermijden door 1) een niet-confronterende 
benadering, 2) aangepaste structuur en woordgebruik en 3) visuele plaatjes.
Naast screening, zullen ook educatieve en preventieve interventies moeten plaatsvin-
den in zowel basisscholen en het voortgezet onderwijs (Kiewik et al., 2016; VanDerNa-
gel et al., 2017), maar ook binnen een bredere setting, zoals bij praktijkondersteuners 
binnen huisartspraktijken of andere gezondheidszorginstellingen. Daarbij zal niet alleen 
aandacht moeten zijn voor bijvoorbeeld alcohol- of drugsgebruik, maar zeker ook 
het gebruik van tabak. Het gebruik van tabak leidt uiteindelijk tot ernstige gezond-
heidsproblemen, ook bij mensen met een LVB. Daarom zullen ook instellingen voor 
mensen met een verstandelijke beperking zich moeten richten op het reduceren van 
tabaksgebruik, niet alleen bij cliënten maar ook bij medewerkers. Medewerkers kunnen 
namelijk belangrijke rolmodellen zijn voor mensen met een LVB.
Behandeling
Het is van belang om integrale, aangepaste verslavingsbehandeling voor mensen met 
een LVB te ontwikkelen en implementeren, niet alleen in Nederland maar ook in de 
meeste Westerse landen. Het blijkt namelijk dat veel van deze cliënten gestandaardis-
eerde, niet voor hen ontwikkelde behandelingen krijgen, die uiteindelijk geen resultaat 
opleveren. Vanuit biopsychosociaal oogpunt (Hatton, 2002) is dit echt een misvatting. 
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We verwachten namelijk dat het juist integraal aanbieden van een behandeling, vanuit 
diverse sectoren, het behandelresultaat zal doen verbeteren. De behandelingen zullen 
dan ook moeten bestaan uit een variëteit aan behandelvormen (zoals creatieve thera-
pie, psychomotore therapie of aangepaste cognitieve gedragstherapie), uitgevoerd 
en gecoördineerd vanuit de samenwerking tussen zowel verslavingszorg alsmede 
gehandicaptenzorg. De lijst met aanpassingen is weliswaar niet uitputtend en er blijkt 
geen “one size fits all” oplossing voorhanden (King & Canada, 2004), toch kan de 
aanpassingen in een dergelijke portfolio aan behandelingen verdeeld worden in drie 
categorieën:
1) Het behandelproces: zoals behandelvormen waarbij er gewisseld kan worden in een 
groepsgewijze of individuele aanpak; het betrekken van belangrijke anderen; het 
kunnen integreren van andere therapieën of het kunnen wisselen in volgorde van de 
sessies; de matching tussen therapeut en cliënt.
2) De inhoud van de behandeling: verschillende werkvormen (drama; creatief; rol-
lenspelen; story-telling etc); het oefenen van daadwerkelijke dagelijkse situaties; het 
gebruik van virtual reality (VR) of augmented reality (AR). Het gebruik van VR of AR 
kan uiteindelijk dienen als een onderdeel van de behandeling van mensen met een 
LVB en problematisch middelengebruik, omdat het vele toepassingsmogelijkheden 
kan bieden (Hall, Conboy-Hill & Taylor, 2011). Tot slot het aanpassen van de be-
handeling aan specifieke doelgroepen (qua leeftijd, geslacht, comorbiditeit, soort 
middelengebruik of cultuur) is wenselijk.
3) Behandelmethodieken of –materialen: Het eenvoudiger maken van de materialen 
teneinde de begrijpbaarheid te vergroten; het aanpassen van de taal of van de voor-
beelden; het gebruik van plaatjes of het uittekenen van de behandeling.
Implicaties voor beleid
Financiële en organisatie veranderingen
Financiële structuren zullen op elkaar moeten worden aangepast als het gaat om 
onderwijs en samenwerking. Een cliënt die bijvoorbeeld wordt verwezen naar verslav-
ingszorg en enkele maanden wordt opgenomen in een behandelkliniek zal niet meteen 
zijn woonplek binnen de gehandicaptenzorg moeten kwijtraken omdat de cliënt daar 
enkele maanden niet aanwezig zal zijn. Nog altijd blijkt dat de gehandicaptenzorg 
zich soms handelingsverlegen voelt in de begeleiding van mensen met een LVB en 
problematisch middelengebruik, terwijl binnen verslavingszorg regelmatig de verstan-
delijke beperking niet tijdig wordt onderkend. Uiteindelijk blijkt samenwerking tussen 
verslavingszorg en gehandicaptenzorg noodzakelijk op het gebied van de dagelijkse 
zorg en behandeling, maar ook op het gebied van methodiekontwikkeling en weten-
schappelijk onderzoek. Samenwerking is essentieel om zo te kunnen anticiperen op de 
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biologische, psychologische en sociale aspecten van problematisch middelengebruik 
bij mensen met een LVB.
Sinds 2014 mag er in Nederland geen alcohol en tabak worden verkocht aan jongeren 
onder de 18 jaar. Alhoewel deze wetgeving niet zal leiden tot algehele onthouding bij 
adolescenten (met en zonder een verstandelijke beperking), is het een helder stand-
punt als het gaat om de ontmoediging van middelengebruik voor latere generaties. 
“Een rookvrije generatie” is tegenwoordig een gebruikelijk standpunt in de media in 
Nederland (zie ook https://rookvrijegeneratie.nl/) om op deze manier te zorgen dat 
kinderen worden grootgebracht in een rookvrije omgeving, zonder de blootstelling aan 
een rokende omgeving of van zichtbare verkooppunten van tabak. Ook instellingen 
voor verslavingszorg en de gehandicaptenzorg zouden meer kunnen doen in het 
ontwikkelen van een rookvrije omgeving voor hun cliënten en medewerkers.
Consequenties voor gemeenten
Sinds januari 2015 hebben gemeenten en lokale overheden de taak om veel onderdelen 
van zorg en welzijn te regelen of te faciliteren. Zij zijn ondermeer verantwoordelijk voor 
de tegenwoordige jeugdzorg, zowel de algehele jeugdzorg alsmede de specialistische 
jeugdzorg. Dit heeft er echter toe geleid dat kennis en kunde versnipperd is geraakt 
(Jeugdverslavingszorg in beeld, 2017). Zo hebben veel instellingen voor verslaving-
szorg geen aparte jeugdteams meer.
Tot slot hebben gemeenten en lokale overheden de taak om personen met psychische 
problemen te ondersteunen in hun thuissituatie. De kwaliteit van zorg lijkt echter niet 
zozeer het leidend principe te zijn van gemeenten en lokale overheden (Vermeulen, 
2015), maar meer de kostprijs en omvang/duur van de geboden zorg. Daarmee kunnen 
mensen met een LVB en problematisch middelengebruik het dupe worden, omdat zij 
niet profiteren van deze korte termijn oplossingen, vanwege de chroniciteit van de aan-
doeningen. We willen daarom ook pleiten voor een langere termijn oplossing, waarbij 
continuïteit en kwaliteit zijn gewaarborgd.
Cliënten zoals B. laten zien hoe de behandeling en begeleiding van deze cliënten ef-
fectiever kunnen zijn, door de aanpassingen van procedures of het laten aansluiten 
van de zorgketen.
Algemene conclusie
Het doel van dit proefschrift was om een preventie- en behandelaanbod voor mensen 
met een LVB en problematisch middelengebruik te onderzoeken. Dit onderzoekspro-
ject heeft bijgedragen aan de kennis over preventie en behandeling bij deze doel-
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groep. Vanwege de specifieke hulpvraag van cliënten met een LVB en problematisch 
middelengebruik zal preventie en behandeling moeten worden aangepast, zoals het 
toevoegen van vaardigheidstrainingen, herhaling van het aangeboden didactische 
materiaal of het betrekken van belangrijke anderen. Nieuwe technieken, zoals de 
toepassing van VR en AR in de behandelingen, zullen moeten worden onderzocht.
Case B.
Bill is een 28-jarige man met een LVB en een voorgeschiedenis waarbij er sprake 
was van ernstige middelenproblematiek sinds zijn 15e levensjaar. De laatste 5 jaar 
gebruikte hij dagelijks forse hoeveelheden alcohol en cannabis. Toen hij 18 was, ging 
hij uit huis en leefde afwisselend bij vrienden of was dakloos. Toen hij 21 was, heeft 
hij in een huis ingebroken en een persoon mishandeld. Hij werd gearresteerd en 
veroordeeld voor diefstal en mishandeling. Hij werd veroordeeld tot enkele maanden 
detentie, reclassering, klinische behandeling en opname binnen een instelling voor 
begeleiding en behandeling. Nadat hij uit detentie kwam, is hij geplaatst binnen de 
verslavingszorg, alwaar hij tijdens de screening alle vragen begreep omdat de intaker 
een aangepaste intakeprocedure voor mensen met een LVB gebruikte. Aanvankelijk 
kwam hij terecht bij een klinische detox, waarbij zijn toezichthouder van reclassering 
contact met hem onderhield. Na de detox volgende de klinische opname waar Bill 
cognitieve gedragstherapie, relaxatie therapie en Psychomotore therapie volgde. 
Enkele weken voordat de klinische opname zou eindigen heeft de toezichthouder 
contact opgenomen met een instelling voor mensen met een LVB om een vorm van 
begeleid wonen te regelen. Ook tijdens en na de overgang naar begeleid wonen 
ontving Bill ambulante behandeling vanuit verslavingszorg. Begeleiders van het 
begeleid wonen-project ontvingen psycho-educatie en fungeerden als belangrijke 
ander voor Bill. Risico’s voor terugval werden in kaart gebracht en gezamenlijk 
besproken met het team van het begeleid wonen-project.
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A2 LeKKeR Lezen SAMenvATTInG2
Het onderzoek
Sommige mensen gebruiken alcohol of drugs.
Er zijn ook mensen die roken.
Mensen met een verstandelijke beperking doen dat ook.
Hoe oud waren ze toen ze begonnen met roken of drinken?
Wat weten kinderen en volwassenen van alcohol en drugs?
Er zijn ook mensen die teveel alcohol of drugs gebruiken.
Mensen met een verstandelijke beperking doen dat ook.
Hoe kunnen we deze mensen behandelen?
Zodat ze geen alcohol of drugs meer gebruiken.
Dit verslag gaat daarover.
Wat hebben we geleerd van dit onderzoek?
Kinderen met een verstandelijke beperking roken en drinken ook.
Dit doen ze soms al als ze nog jong zijn.
Ook weten ze niet alles van tabak en alcohol.
Soms vinden ze het cool.
Soms vinden ze het stom.
Het is lastig om te voorkomen dat ze gaan roken of drinken.
Sommige volwassenen met een verstandelijke beperking gebruiken soms veel alcohol 
of drugs.
Hiervoor hebben ze een cursus nodig.
Zodat ze stoppen met het gebruik van alcohol of drugs.
Dit heet behandeling.
De behandeling vinden ze allemaal erg fijn.
Veel van deze mensen gebruiken daarna geen alcohol of drugs meer.
De behandeling lijkt te helpen.
We moeten dit nog verder gaan onderzoeken.
Zo weten we goed wat er precies helpt.
Zo weten we ook goed voor wie het helpt.
En voor wie er meer hulp nodig is.
Zoals een andere behandeling.
Bedankt!
2 Leesniveau A2 - B1 (Accessibility Leesniveau Tool, www.accessibility.nl). 80 - 95% 
van de bevolking is in staat teksten van dit niveau te lezen en te begrijpen.
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Wij willen iedereen bedanken die heeft meegeholpen.
Bedankt voor je hulp!
Succes!
Sommige mensen hebben nog behandeling.
Sommige mensen krijgen nog behandeling.
Sommige mensen zijn klaar met de behandeling.
Wij willen iedereen succes wensen!
Succes met het stoppen!
Succes met het volhouden om geen tabak, alcohol of drugs meer te gebruiken!
Marion Kiewik
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A3 DAnKWooRD (ACKnoWLeDGeMenTS)
Wat maakt dat iedereen, die het boekje in ontvangst mag nemen, vrijwel allemaal het 
eerst gaat bladeren naar het dankwoord? Is het om te zien wie er heeft meegeholpen 
aan dit bijna slopende proces of is men op zoek naar erkenning? Hoe het ook zij, dit 
dankwoord is voor iedereen bedoeld die op welke wijze dan ook heeft meegeholpen 
met dit proefschrift. Zonder dit steunsysteem, het vertrouwen en geduld was dit proef-
schrift er nooit gekomen. Naast éénieder die zich herkend in bovenstaande, wil ik nog 
enkele mensen in het bijzonder bedanken. Hou je vast!
Allereerst wil ik natuurlijk mijn promotoren bedanken! Wat voelde ik mij bleu in de 
kamer van Cor de eerste keer. Hier zat ik dan, tegenover een heuse professor te praten 
over thema’s waar ik op dat moment nog niet veel van wist. En het feit dat ik soms 
ook nog een behoorlijke flap-uit kan zijn (“Cor, dit koffiekopje is toch wel schoon?”), 
maakte het er niet beter op. Cor, dank je wel voor je wijsheid, steun en kritische blik. 
Het promotieproces was soms hollen en stilstaan, en toch bleef jij altijd even vriendelijk 
en hoopvol. Dank daarvoor!
Natuurlijk heb ik ook een copromotor, Rutger. Als student keek ik al tegen je op en 
gaandeweg het promotieonderzoek eigenlijk nog meer. Wat een wijsheid, scherpzin-
nigheid en rust straal jij uit! Je bent letterlijk een wandelende bibliotheek en weet deze 
kennis feilloos over te brengen op anderen. Dank je wel voor jouw geduldige uitleg over 
het doen van onderzoek.
Dit hele traject begon echter met één persoon. Eigenlijk weet ik niet goed waar te 
beginnen met het bedanken van Joanneke. Joanneke, gaandeweg Jo genoemd, dank 
je wel voor de gezellige uurtjes in het klooster, bij de open haard, in de geitenwei, in de 
sauna of in het ziekenhuis (van dat laatste weet ik overigens bijzonder weinig meer). 
Naast jouw vakinhoudelijke en epidemiologische kennis, heb ik veel steun gehad aan 
jouw relativering, steun, kopjes koffie of thee. Je bent uitgegroeid tot een fijne collega 
en vriendin. Ik ben blij dat we nog altijd cliënten gezamenlijk behandelen, ieder vanuit 
onze eigen discipline en sector. Volgens mij zijn wij letterlijk de belichaming geworden 
van integrale samenwerking tussen de gehandicaptenzorg en de verslavingszorg. 
Zonder jou was dit niet gelukt! Ik ben trots om jou te kennen! Dank je wel!
Ook zal ik de vele studenten niet willen vergeten om te bedanken. Ik wil daarom Marjo, 
Thijs, Louise, Debbie, Larissa, Kelly, Michele, Amber en Fatma bedanken voor hun 
enorme inzet. Zonder jullie is het doen van onderzoek als buitenpromovenda nauweli-
jks mogelijk!
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Alhoewel studenten vrijwel onmisbaar zijn voor het doen van onderzoek, zijn natuurlijk 
cliënten, behandelaren en organisaties helemaal niet weg te denken uit praktijkgericht 
onderzoek. Zonder jullie zou dit onderzoek helemaal niet bestaan! Dank jullie wel voor 
jullie inzet en vertrouwen dat jullie hadden in ons onderzoek. Het was een eer om een 
heel aantal van jullie te zien of te spreken. Cliënten: Dank jullie wel voor jullie open-
hartige verhalen en het invullen van allerlei vragenlijsten. Behandelaren, bedankt voor 
het belangeloos meewerken aan dit onderzoek door het afnemen van de vragenlijsten. 
Organisaties (scholen, UT en RU) bedankt voor het geven van toestemming voor het 
doen van onderzoek.
Ook de mede-NISPA genootjes wil ik graag bedanken. Dank jullie wel voor het aanho-
ren van mijn, soms hopeloze, verhalen. De kloosterdagen waren voor mij een zegen. 
Ik voelde mij omringd door lotgenoten die met me meedachten, waardoor het soms 
mogelijk was om hele stappen te zetten in het realiseren van dit proefschrift. Dank jullie 
wel!
Natuurlijk was dit onderzoek niet mogelijk geweest zonder de facilitering van een werk-
gever. Aveleijn, en in het bijzonder Leo Roelvink, Micha Klaas, Johan van Praet, Saskia 
Ermers en de medewerkers van het Binnenplein, wil ik hartelijk bedanken voor het feit 
dat ik de mogelijkheid kreeg om als eerste buitenpromovenda onderzoek te mogen 
doen. Alhoewel het soms pionieren was als het gaat om bijvoorbeeld een licentie voor 
SPSS, waardeer ik de mogelijkheden die ik heb gekregen zeer. Ik hoop dat ik hiermee 
de weg heb vrijgemaakt voor andere collega’s die zich graag verder willen bekwamen 
in het doen van praktijkgericht, wetenschappelijk onderzoek.
Ook mijn huidige werkgever Ambiq wil ik bedanken voor de belangstelling die ik steeds 
heb mogen ervaren voor mijn onderzoek. Ik hoop ook binnen Ambiq de onderzoekstra-
ditie te kunnen voortzetten.
Tactus is als organisatie niet weg te denken bij praktijkgericht onderzoek. Daarom 
wil ik ook veel Tactus-collega’s bedanken voor het feit dat ik daar regelmatig mocht 
aansluiten als onbezoldigd medewerker bij overleggen of gebruik mocht maken van 
de faciliteiten rondom het doen van onderzoek (zoals het SPSS-programma). Velen 
dachten zelfs dat ik ook bij Tactus in dienst was! Mieke Platenkamp, Hans Keizer, 
Marike van Dijk, Hans van Ommen, Jan Westerveld, Michele Ruyten en vele anderen, 
bedankt voor alles!
Vrienden en vriendinnen, dank jullie wel voor jullie geduld en begrip. Voor jullie ben ik 
mogelijk wel de eeuwige student, omdat ik weer eens “aan de studie moest”. Ik hoop 
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nu weer iets meer tijd te hebben voor spontane BBQ’s, etentjes en kopjes koffie, al zal 
dat met twee kleine kinderen ook niet altijd meevallen… Een speciale dank gaat uit 
naar Aafke. Je bent al ruim 22 jaar een echt vriendinnetje en bij tijd en wijle ook steeds 
mijn collega. We zijn samen begonnen aan de studie orthopedagogiek en nog steeds 
weet dit vak ons te boeien. Dank je wel voor de spontane uitstapjes met de kids en 
hopelijk vinden we nu meer tijd om dit soort uitstapjes vaker te doen.
Ook mijn familie en schoonfamilie wil ik hartelijk danken! Lieve allemaal, dank jullie wel 
voor jullie belangstelling in mijn onderzoek. Mooi om te zien dat mijn schoonmoeder 
ons boek “Iedereen gebruikt toch?” aan de man probeert te brengen bij de thuiszorg-
medewerkers die dagelijks bij haar thuis komen. Oma Anneke, oma Marietje, opa Henk 
& Ria, Robert & Kelly, Paul & Monique, Marcel & Barbara, Maureen, nichtjes en neefje, 
ik hou van jullie! Pa, ik mis je nog steeds. Dank je wel dat ik je mocht kennen.
Mijn broer verdient een apart plaatsje in dit proefschrift. Dennis, alhoewel je het miss-
chien niet beseft, ben jij eigenlijk diegene die heeft gezorgd dat ik als orthopedagoog 
ben gaan werken. Jij hebt mij geleerd om geduldig te zijn, om te leren doorvragen 
(vragen naar de vraag achter de vraag), maar vooral om authentiek te zijn in contact 
met anderen. Dank je wel grote broer!! Liefs Je-zus…
Als laatste wil ik mijn rots in de branding bedanken voor wie hij is. Mijn maatje, mijn 
alles, Leo. Meer dan 20 jaar geleden kwam ik je tegen. We hebben veel meegemaakt 
samen. Mooie dingen en soms ook verdrietige dingen. Toch was jij er altijd voor mij. 
Ook tijdens dit promotietraject bleef je geïnteresseerd en probeerde je me te stimuleren 
om door te gaan. Samen zochten we letterlijk naar tijd en vochten we tegen de slaap. 
Zoals een keer op een avond, knikkebollend boven de laptop, waarna jij zei dat ik toch 
echt naar bed moest gaan. Dank je wel voor het aangeven van mijn grenzen! Samen 
hebben we, na 8 jaar medisch worstelen, toch 2 prachtige jongens gekregen. Ons 
gezin is compleet, mijn mannengezin. Leo, Bowen en Mason, ik hou van jullie!
148
APPENDICES
A4 CURRICULUM vITAe
Marion Kiewik was born on September 25th 1977 in Almelo (the Netherlands). She 
finished secondary school education in 1996. In August 2000 she graduated in Nijme-
gen as psychologist by writing a thesis about sleeping disorders among home-living 
children with intellectual disabilities.
After completion her master’s degree, she took a position as psychologist at de Twen-
tse Zorgcentra in 2000 and in May 2001 at Aveleijn, Intellectual Disability Services. She 
was responsible for the development of an outpatient care department (“Binnenplein”) 
of Aveleijn, especially developed for persons with intellectual disabilities and (problem-
atic) substance use.
Since 2007 Aveleijn has been cooperating with Tactus, addiction medicine, in the field 
of research and care for people with intellectual disabilities and substance abuse. 
Main part of this collaboration was a line of research (substance use and misuse in 
intellectual disability (SumID)) that was new to the Netherlands, which Marion and 
Joanneke van der Nagel started. Since the start of this project, they have published 
numerous papers and book chapters, two full books, an assessment instrument and 
two treatment programs for this population. During this project Marion completed an 
international MBA at Tias Nimbas.
Currently, Marion is working as a psychologist at Ambiq, an organization for child and 
youth care.
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